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The  RESPITE  CARE  TRAINING  PROGRAM  is  the  product  of  the  Statewide 
Respite  Care  Project  initiated  by  the  Massachusetts  Developmental  Disabilities 
1 Council  to  assure  consistent  and  competent  respite  services  for  developmentally 
i disabled  persons  throughout  the  state. 

; Beginning  in  1980,  with  funding  from  the  Developmental  Disabilities  Council, 

I United  Community  Planning  Corporation  and  the  Wrentham  Research  Foundation 
i collaborated  to  develop  a comprehensive  training  program  for  respite  providers  and 
\ home  health  aides  serving  developmentally  disabled  individuals  in  Massachusetts. 

Extensive  research  of  relevant  material  was  conducted  throughout 
Massachusetts  and  the  rest  of  the  country  to  determine  the  quality  and  types  of 
1 training  available  for  people  working  with  developmentally  disabled  individuals.  A 
broad-based  volunteer  Advisory  Committee  on  Curriculum  and  Training  was 
assembled  and  worked  continuously  over  many  months  to  assist  in  defining  the 
content  and  structure  of  a standardized  curriculum  for  training  respite  care 
providers  and  home  health  aides.  A number  of  people  in  the  field  contributed  their 
' expertise  and  materials  to  the  Respite  Care  Training  Program.  Family  Service 
Association  of  Greater  Boston  collected  and  compiled  this  material  into  a first  draft 
: of  the  curriculum. 

The  first  draft  of  the  curriculum  provided  the  basis  for  a pilot  "training  of 
trainers"  program  for  58  individuals  throughout  Massachusetts  who  qualified  as 
trainers  of  the  new  RESPITE  CARE  TRAINING  PROGRAM.  A by-product  of  this 
training  of  trainers  program  was  a supplement  to  the  curriculum,  the  HANDBOOK 
FOR  TRAINERS,  which  provides  practical  guidance  on  preparing  and  implementing 
training  programs  for  providers. 

Based  on  feedback  from  those  involved  with  the  preliminary  training  sessions, 
the  draft  curriculum  was  reviewed,  expanded  and  re-structured  to  maximize  its 
flexibility  and  depth  of  information.  The  final  training  manual  includes  four  CORE 
UNITS,  the  HANDBOOK  FOR  TRAINERS  and  an  additional  SPECIALIZED  MODULE. 

The  First  Edition  of  PROVIDING  RESPITE  CARE  - A TRAINING  PROGRAM 
reflects  months  of  cooperative  effort  by  nearly  100  individuals  representing 
numerous  public  and  private  organizations  and  professional  disciplines. 

* * * 

The  success  of  this  project  will  be  measured  in  human  terms  — a disabled 
individual  discovering  new  strengths,  a family  learning  to  express  their  needs  and 
share  their  burdens,  a care  provider  realizing  the  positive  impact  skilled  care  can 
have  on  the  lives  of  the  individuals  served.  To  all  of  these  people  we  dedicate  this 
RESPITE  CARE  TRAINING  PROGRAM,  and  to  those  who  have  supported  us 
throughout  this  effort,  we  give  our  sincerest  thanks. 


ACKNOWLEDGEMENTS 


EDITORIAL  DIRECTOR 

Ronnie  Mae  Weiss,  M.S.W. 

United  Community  Planning  Corporation 
Boston 


MANAGING  EDITOR 
Patricia  M.  Howard 
Independent  Consultant 
Boston 


RESEARCH  SPECIALIST/ASSOCIATE  EDITOR 
Mary  Ann  Wilkinson 
Training  Coordinator 
Belchertown  State  School 


CURRICULUM  COORDINATOR  (Preparation  of  First  Draft) 
Kathryn  J.  Apgar,  M.S.W. 

Training  Specialist 

Family  Service  Association  of  Greater  Boston 
Boston 


TRAINING  SPECIALIST 

Dafna  Krouk-Gordon,  M.Ed. 

President 

Toward  Independent  Living  and  Learning  (TILL,  Inc.) 
Dedham 


ACKNOWLEDGMENTS  (Continued) 


United  Community  Planning  Corporation 

Paul  C.  Hunt,  M.S.P.,  Planning  Associate 

Marilyn  Lash,  M.S.W.,  Project  Coordinator 

Cheryl  Markovitz,  M.Ed.,  Information  Systems  Specialist 

Paul  McGerigle,  M.L.S.,  Planning  Associate 

Walter  F.  Stern,  Ph.D.,  Associate  Executive  Vice  President 

Janel  Wong,  M.S.,  Planning  Associate 


Belchertown  State  School 


Elizabeth  Shafer,  Director,  Staff  Development 

Roger  Anderson,  M.S.W.,  Principal  Clinical  Social  Worker 
Judith  A.  Bergman,  M.A.,  Director,  Communication  Resource  Services 
Charlotte  C.  Duda,  R.N.,  M.S.,  Community  Mental  Health  Nursing 
Advisor  Specialist 

Doris  Thibodeau  McDermott,  M.Ed.,  Consultant,  Orientation  and  Mobility 
Sue  Ann  Ordinetz,  M.Ed.,  Director,  Adaptive  Physical  Education/ 
Sensorimotor  Services 
Alice  E.  Taverna,  M.Ed.,  Vision  Specialist 


Wrentham  State  School 

J.  Leonard  Peebles,  M.A.,  Principal  Psychologist 
Vivian  E.  Chiang,  Staff  Psychologist 
David  Diamond,  Director,  Crisis  Intervention  Services 
Babette  C.  Douglas,  Clinical  Supervisor,  Physical  Therapy 
Peter  Dubendris,  M.S.,  Supervisor,  Speech  and  Language  Pathologist 
Marcia  F.  Dudley,  Staff  Psychologist 

Marguerite  A.  Fleming,  R.N.,  Community  Mental  Health  Nursing  Advisor 

David  S.  Hanwell,  Director,  Alternative  Design 

Deborah  T.  Lukis,  Assistant  Staff  Psychologist 

Elizabeth  M.  Maloney,  Service  Specialist  and  Consultant 

Luann  C.  Marcolini,  Staff  Psychologist 

Sharon  Nichols,  Recreational  Services 

Janet  O'Malley,  M.A.,  Principal  Psychologist 

Jerry  R.  Phillips,  M.S.,  Recreation  Services  Consultant 

James  W.  Trautman,  M.A.,  Principal  Psychologist 


ACKNOWLEDGMENTS  (Continued) 


Anne  B.  Chace 
Project  Coordinator 
Wrentham  Research  Foundation 
Wrentham 

Dennis  Craig,  M.S. 

Respite  Care  Coordinator 
Vinfen  Corporation 
Boston 

Karyn  Dione 
Respite  Consultant 
Department  of  Mental  Health 
Newton 

Hayden  Duggan,  Ph.D. 

Director  of  Clinical  Services 
Walter  E.  Fernald  State  School 
Templeton  Colony 
Baldwinville 

Susan  V.  Garrett,  Ph.D. 

President 

Vladeck,  Hinds,  and  Garrett,  Inc. 
Newton 

Margo  Giroux 
Consultant 

formerly  of  Media  Resource  Center 
Department  of  Mental  Health 
Waltham 

Paul  Hansen,  Ph.D. 

Psychologist 

Family  Counseling  Service-Region  West 
Newton 


Harriet  Klebanoff 
Director  of  Staff  Development 
Walter  E.  Fernald  State  School 
Waltham 

LuAnn  Kuder,  M.S.W. 

Consultant 

Community  Program  Specialist 
Brighton 

Elizabeth  E.  Noonan,  Ph.D. 

Mental  Retardation  Coordinator 
Department  of  Mental  Health 
Springfield 

Maria  A.  Tadd 
Academic  Dean 

New  England  School  of  Acupuncture 
Watertown 

Susan  Thibadeau,  M.Ed. 

Supervising  Teacher 

May  Institute  for  Autistic  Children 

Chatham 

Joanne  Vye 
Respite  Coordinator 
Pioneer  Developmental  Center 
Chicopee 


ACKNOWLEDGMENTS  (Continued) 


Curriculum  and  Training  Advisory  Committee 


Betty  Joel  (Chairperson) 

Norfolk-Bristol  Home  Health  Services,  Inc. 
Walpole 

Ligia  D'Appolita 
Fidelity  House,  Inc. 

Lawrence 

Sadie  Corey 

Department  of  Public  Health 
Boston 

Paul  Jansen 

Family  Counseling  Service 
Newton 

Bob  Marshall 
Kennedy  Center 
Foxboro 

Dard  Miller 
RZR,  Inc. 

Revere 


Ann  Monaco 

Andrew  Charles  Respite  Services 
Wayland 

Odessa  Prunty 

Solomon  Fuller  Mental  Health  Center 
Boston 

Janet  Rosetti 

Haverhill/Newburyport  Human 
Resources,  Inc. 

Haverhill 

Irene  Shea 

Worcester  Area  Association  for 
Retarded  Children,  Inc. 
Worcester 

Leonard  Shubitowski 
Information  Center  for  Individuals 
with  Disabilities 
Boston 


•■isii; 


I 

4 


>.iU.  .: 

^vv-  '■  ■ 

1 

ft- 


‘4 


I 


I 


4 1 .7r 


'lyiy 


HANDBOOK  FOR 
TRAINERS 

DE  TO  DEVELOPING  AND  PRESENTING 


ADULT  EDUGATION  PROGRAMS 


HANDBOOK  FOR  TRAINERS 


I HANDBOOK FOR 
: TRAINERS 

)E  TO  DEVELOPING  AND  PRESENTING 
ADULT  EDUCATION  PROGRAMS 


UCPC 

human  servces  olanning 


Developed  by  United  Connmunity  Planning  Corporation 
and  The  Wrentham  Research  Foundation 


PROVIDING  RESPITE  CARE 
A Training  Program 


HANDBOOK  FOR  TRAINERS 

A Guide  to  Developing  and  Presenting  Adult  Education  Programs 


United  Community  Planning  Corporation 
87  Kilby  Street 
Boston,  Massachusetts  02109 
(617)  482-9090 

The  \A/rentham  Research  Foundation 
P.  O.  Box  1 
Wrentham,  MA  02093 
(617)  384-8147 


Copyright  1982  by  United  Community  Planning  Corporation 
All  rights  reserved 

Printed  in  the  United  States  of  America 


Supported  in  part  by  a grant  from  the  Administering  Agency  for  Uevelopmental 
Disabilities,  Commonwealth  of  Massachusetts,  with  funds  provided  under  the 
Developmental  Disabilities  Assistance  and  Bill  of  Rights  Act  (P.L.  95-602). 


PREFACE 


This  first  edition  of  the  HANDBOOK  FOR  TRAINERS  has  been  developed  in 
response  to  the  needs  expressed  by  service  professionals  who  found  themselves 
suddenly  "recruited"  as  trainers. 

On  behalf  of  these  newcomers,  the  editors  have  prepared  this  HANDBOOK  ...  to 
alleviate  some  of  the  guesswork  by  offering  solid  theoretical  background  and  a 
generous  supply  of  practical  guidelines  — information  worthy  of  review  by  seasoned 
trainers  and  indispensable  for  anyone  short  on  formal  preparation  and  actual  training 
experience. 

The  HANDBOOK  FOR  TRAINERS  provides  a concise,  practical,  readable  source 
of  reference  for  anyone  with  responsibilities  for  preparing  and/or  presenting  and 
adult-oriented  training  program. 

Preparation  of  the  HANDBOOK  has  been  in  tne  charge  of  Ronnie  ivlae  Weiss. 
Patricia  Howard  assisted  in  writing,  editing  and  adapting  materials  gathered  from  a 
variety  of  sources. 

The  editors  are  especially  grateful  to  the  authors  and  publishers  of  original 
materials  adapted  or  reprinted  for  this  edition.  In  particular,  the  editors  wish  to 
acknowledge  the  theoretical  contributions  of  Malcolm  S.  Knowles,  author  of  The 
Modern  Practice  of  Adult  Education,  whose  concepts  have  been  adapted  for 
presentation  in  Part  I of  the  HANDBOOK. 

Other  individuals  who  contributed  materially  are  Dafna  Krouk-Gordon,  of 
Toward  Independent  Living  and  Learning  (TILL,  Inc.);  Mary  Ann  Wilkinson  of  the 
Belchertown  State  School;  Kathryn  J.  Apgar  of  Family  Services  Association  of 
Greater  Boston.  Thanks  also  go  to  the  entire  staff  of  UCPC  for  their  valued  advice 
and  support. 
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INTRODUCTION 


"The  critical  function  of  the  teacher  ...  is  to  create  a rich 
environment  from  which  students  can  extract  learning,  and 
then  to  guide  the^  interaction  with  it  so  as  to  maximize  their 
learning  from  it."^-*--' 


(Malcolm  S.  Knowles) 

"(The  teacher)  is  no  longer  the  oracle  who  speaks  from  the 
platform  of  authority,  but  rather  the  ouide,  the  pointer-out 
who  also  participates  in  learning  . . . ."(2/ 

(Eduard  C.  Lindeman) 

\A/hile  the  teacher  has  stepped  down  from  the  platform,  the  trainer  has  emerged 
as  a featured  and  versatile  participant  in  the  adult  education  arena.  If  the  modern 
trainer  is  no  "authority",  he  or  she  js  facilitator,  moderator,  resource  person,  and 
whatever  other  role  is  called  for  to  create  a rich  and  lively  learning  environment. 

The  times  have  changed,  the  "students"  have  grown  up,  and  the  "rules"  for 
teaching  have  been  rewritten. 


This  HANDBOOK  FOR.  TRAINERS  is  a basic  guide  to  help  familiarize  new 
trainers  and  reacquaint  experienced  trainers  with  the  fundamental  components  and 
methodologies  of  the  adult  education  process.  It  offers  specific  suggestions  for 
translating  the  theory  into  practice. 

Part  I of  the  HANDBOOK  presents  a brief  theoretical  overview  and  specific 
techniques  for  planning  and  implementing  a training  program  for  adults.  Each 
chapter  is  devoted  to  a major  component  of  the  learning/training  process: 

Chapter  1 explores  the  unique  characteristics  of  adult  learners  and 
introduces  strategies  for  maximizing  their  strengths  while  minimizing  their 
weaknesses. 

Chapter  2 outlines  the  four  phases  involved  in  developing  an  educational 
plan  ~ Needs  Assessment,  Learning  Objectives,  Methodology  and  Evaluation. 


Malcolm  S.  Knowles,  The  Modern  Practice  of  Adult  Education  (New  York: 
Association  Press,  1973). 

Robert  Gessner  (ed.).  The  Democratic  Man;  Selected  Writings  of  Eduard 
C.  Lindeman  (Boston:  Beacon  Press,  1956). 
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Chapter  3 presents  a summary  of  teaching  methods  with  guidelines  on  how 
to  adapt  the  method  to  the  group's  learning  needs  and  objectives. 

Chapter  4 defines  the  specific  responsibilities  of  the  trainer  and  describes 
the  many  roles  in  the  trainer's  repertoire. 

Chapter  5 offers  a preview  of  group  dynamics  and  suggests  techniques  for 
guiding  participants  smoothly  through  the  group  process. 

Chapter  6 introduces  familiar  "games"  people  play  in  a group  learning 
situation  and  offers  strategies  for  dealing  with  problem  players. 

Part  II  of  the  HANDBOOK  is  a compilation  of  guidelines,  checklists,  forms  and 
descriptive  materials  used  in  existing  training  programs.  These  sample  materials 
are  included  to  illustrate  how  other  trainers  prepare  for  a program  and  to  share 
insights  and  practical  suggestions  that  have  already  proven  successful. 

* * * 

This  HANDBOOK  is  not  intended  to  serve  as  a comprehensive  training  guide  nor 
as  a substitute  for  formal  training  or  experience.  Readers  are  urged  to  refer  to  the 
Bibliography  and  to  utilize  other  resources  to  broaden  their  grasp  of  the  complex 
issues  and  techniques  related  to  the  specialized  field  of  adult  education. 


PART  I 


BASIC  THEORY  AND  PRACTICAL  APPLICATIONS 
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Chapter  1;  ROLES  AND  RESPONSIBILITIES  OF  THE  TKAINER 


Before  exploring  the  theoretical  aspects  of  adult  education,  it  is  important  that 
you  understand  the  full  range  of  responsibilities  you  will  be  assuming  as  trainer  and 
the  many  factors  which  will  determine  how  you  play  this  important  role. 

Your  primary  responsibility  as  trainer  is  to  establish  and  maintain  an 
educational  environment  in  which  adults  can  fulfill  their  perceived  learning  needs. 
Translated  into  specific  tasks,  this  means; 

• designing  the  program  content  and  preparing  teaching  aids,  i.e.,  handouts, 
audio-visuals,  etc.,  (this  task  may  be  performed  by  an  expert  in  the  subject  area 
or  in  curriculum  design); 

• familiarizing  yourself  with  the  subject  area  and  specific  topics  to  be  covered; 

• assessing  group  needs  and  formulating  specific  learning  objectives; 

• selecting  teaching  methods  and  activities  appropriate  to  the  subject  and  the 
needs  of  the  group  (psychological  environment); 

• arranging  the  set-up  for  the  program  (physical  environment); 

• conducting  the  program; 

• evaluating  how  "successful"  the  program  has  been  in  meeting  the  group's 
iearning  needs. 

Adult  education  requires  an  equally  demanding  but  far  more  creative  effort  by 
the  trainer  than  by  the  traditional  grade  school  teacher.  Your  responsibility  is  not 
simply  to  "teach"  but  to  "promote  learning."  How  you  accomplish  this  will  depend 
on  several  variables,  both  internal  and  external.  The  dynamic  interplay  of  these 
variables  will  determine  what  role  or  roles  you  play  during  the  educational  program. 


Variables  Determining 

INTERNAL 

Specific  knowledge 
Self-confidence 
Training  experience 
Personality 
Attitude  toward  group 
Organizational  abilities 


the  Trainer's  Role(s) 


EXTERNAL 

Size  of  group 
Subject  matter 

Purpose  (share  information,  teach 
skill,  expand  awareness,  change 
attitudes) 

Demographics  (ages,  sex,  social 
status,  ethnic  background) 
Level  of  expertise  (in  subject 
area) 

Motivation  (to  learn) 

Educational  background 
Individual  personalities 
Group  dynamics 
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You  should  evaluate  each  of  these  variables  as  you  prepare  your  program.  Be 
especially  sensitive  to  your  own  attitudes,  strengths  and  weaknesses  (internal 
variables).  Each  trainer  is  different  and  must  interpret  and  play  the  role  according 
to  individual  interests,  skills  and  personality. 

Example;  If  you  have  a strong  academic  background  in  the  subject  area,  but 
little  experience  (and  confidence)  as  a trainer,  you  may  do  better 
concentrating  on  lecture  materials  than  complex  experiential 
exercises. 

Characteristics  of  the  group  and  subject  matter  (external  variables)  will  also 
affect  what  role  you  play  in  the  educational  process.  These  characteristics  should 
be  assessed  before  and  during  the  program.  (Some  of  them,  e.g.,  group  dynamics, 
may  change  as  the  program  advances. 

Example;  If  the  members  of  your  group  are  new  to  adult  education  and  seem 
uncomfortable  with  the  non-traditional,  democratic  environment, 
you  may  need  initially  to  play  a more  dominant  role.  Start  with 
lecture  presentations  but  encourage  participants  to  ask  questions. 
Then  open  up  the  discussion  by  asking  participants  to  relate  the 
material  to  their  own  experience.  By  facilitating  input,  you  can 
gradually  convert  the  group  members  from  passive  learners  to 
active  "participants". 

Once  this  conversion  has  been  achieved  you  can  switch  from  the  dominant 
leader  role  to  various  other  supporting  roles.  You  will  need  to  be  flexible  enough  to 
adjust  or  change  your  role  according  to  the  needs  of  the  program  and  the  group. 
Above  all,  you  must  be  an  attentive  listener  and  a skillful  communicator,  so  that  you 
will  know  when  and  how  to  switch  roles  to  promote  maximum  learning. 

The  following  section  presents  some  of  the  key  roles  you  should  have  in  your 
training  repertoire. 
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KQLLS  OF  THE  TRAINER 


Tone  Setter; 

Create  a comfortable,  adult  learning  environment  by  carefully  planning  the 
physical  set-up  supported  by  an  informal,  friendly,  democratic  psychological 
environment. 

Resource  Person; 

Se  prepared  to  offer  factual  information  and  demonstrate  your  own  skills  in  the 
subject  area.  Don’t  hesitate  to  bring  in  "outside  experts"  if  your  knowledge  of  a 
particular  area  is  limited.  Be  familiar  with  other  resources  (people,  organizations, 
and  publications)  and  provide  access  for  your  group  through  reading  lists, 
supplementary  readings,  handouts,  etc. 

F acilitator; 

Help  "pull"  group  members  into  the  learning  process  by  applying  their  own 
experiences  and  input  to  the  subject  material.  Look  for  common  experiences  shared 
by  group  members.  Reinforce  their  participation. 

Processor; 

Solicit  participants'  feelings  and  thoughts  about  lecture  materials  and 
activities.  Give  them  an  opportunity  to  express  their  reactions  and  "digest"  the 
learning  experience. 

ivloderator; 

Stimulate  participation  and  provide  a balanced  view  by  pulling  in  varied 
opinions.  Compare  and  contrast  different  views  and  relate  them  to  the  subject. 
Summarize  key  points.  Don't  evaluate  responses;  there  is  often  no  "right"  answer. 

Stimulator; 

Your  own  enthusiasm  and  interest  in  the  topic  will  be  a strong  motivating 
force.  Keep  students  involved  with  a variety  of  experiential  activities  that  draw  on 
their  knowledge  and  skills. 
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Sensitizer; 

Present  and  encourage  a variety  of  viewpoints  so  participants  will  gain  a 
oroader  view  and  understanding  of  how  others  think,  feel  and  behave. 

Enabler; 

Provide  non-threatening  opportunities  for  participants  to  practice  new  skills. 
Be  generous  in  praising  beginning  efforts.  Avoid  fulfilling  the  traditional  judgmental 
teacher  role.  Encourage  participants  to  set  realistic  and  achievable  goals. 

Pacer; 

Consider  when  to  take  breaks,  how  and  when  to  take  questions,  when  to  wind  up 
discussion  and  when  to  move  on  to  the  next  point  or  activity. 
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SUivlivlARV 


Having  establisned  the  trainer's  roles  and  responsibilities,  we  are  ready  to  look 
at  the  unique  characteristics  of  adult  learners  and  explore  techniques  for  adjusting 
the  learning  environment  to  maximize  their  special  needs  and  potentials. 
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Chapter  2;  CHARACTERISTICS  OF  ADULT  LEARNERS 
AND  IMPLICATIONS  FOR  TEACHING 

Before  we  can  implement  an  adult  training  program,  it  is  vital  that  we 
understand  the  special  orientation  of  the  group  involved.  Training  adults  should  not 
be  approached  in  the  same  way  as  training  children,  for  the  needs,  attitudes  and 
expectations  of  adult  learners  are  vastly  different.  In  this  chapter  we  will  explore 
three  critical  characteristics  of  the  adult  learner  — self-concept,  self-assessment, 
and  life  experience  — and  discuss  strategies  for  adapting  the  learning  environment 
to  maximize  learning  potential. 

SELF-CONCEPT 

While  most  adults  have  successfully  made  the  transition  from  dependent  to 
self-directing,  we  tend  to  carry-over  our  childhood  conceptions  when  faced  with  an 
adult  learning  situation.  We  remember  the  teacher/student  dependency  role  and  we 
resist  reverting  back  to  that.  We  may  remember  the  classroom  as  a frightening 
place  where  we  were  treated  harshly  and  criticized  for  not  being  "smart"  or  not 
performing  as  expected. 

These  negative  associations  with  early  school  experiences  can  dampen  any 
incentive  to  become  involved  in  adult  education  activities.  The  only  way  to  win 
these  adults  back  is  to  make  the  rewards  of  learning  so  great  that  they  override  the 
fears. 

Ironically,  adults  who  do  enter  into  an  educational  activity  have  been  so 
thoroughly  indoctrinated  in  the  passive  learning  role  that  they  tend  to  resist  learning 
experiences  which  require  their  participation  as  adults.  They  may  even  try  to 
impose  upon  the  trainer  the  old  and  regimented  teaching  style. 

"Easing"  adult  learners  away  from  the  classic  dominant/passive  classroom 
model  is  a crucial  step  in  the  adult  education  process.  Once  they  have  become 
reoriented  to  learning  as  a self-directing  process  to  which  they  contribute,  they 
begin  to  enjoy,  and  eventually  thrive  on  the  rewards  of  adult  education  experiences. 

Once  we  recognize  that  the  adult  learner  is  basically  self-directed  rather  than 
dependent,  we  can  begin  to  formulate  strategies  to  accommodate  that  energy  and 
independence  and  use  it  to  maximize  the  learning  experience.  The  following 
guidelines  translate  the  theory  of  the  self-directed  adult  learner  into  specific  steps 
you  can  take  to  create  a positive  learning  climate. 
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Physical  Environment  — 

• Avoid  traditional  classroom  set-up; 

• Don't  use  platforms  or  podiums  that  remove  you  from  your  participants; 

• Arrange  chairs  informally  in  a circle  or  small  cluster  to  facilitate  interaction; 

• Arrange  for  coffee/refreshment  breaks; 

• Consider  where  and  when  smoking  might  be  permitted; 

• Arrange  for  funishings  to  be  adult-sized  and  comfortable; 

• Use  flipcharts  rather  than  blackboards; 

• Consider  holding  sessions  away  from  school  --  church,  conference  center,  living 
room,  etc. 

Psychological  Environment  — 

• Know  and  address  your  participants  by  first  name.  Have  them  call  you  by  your 
first  name; 

• Encourage  informality,  friendliness  with  and  among  your  participants; 

• Show  your  participants  you  accept  and  respect  them  as  individuals  and 
contrioutors  to  the  learning  process; 

• Listen  attentively  to  what  participants  have  to  say; 

• Explain  your  role  as  facilitator,  stimulator,  resource  person  — not  "the 
authority"  or  "the  leader". 

SELF-ASSESSivlENT: 

Since  adults  are  typically  "voluntary"  learners,  their  motivation  to  learn  may 
depend  on  their  perceived  need  to  learn.  Thus,  special  emphasis  should  be  given  to 
helping  participants  develop  an  ideal  model  (trainer,  respite  workers,  etc.)  against 
which  they  can  measure  present  competency  and  toward  which  they  will  work 
through  the  educational  process.  Having  defined  the  goal  or  ideal,  and  assessed  the 
present  "level  of  competency",  the  adult  learner  will  gain  a clear  view  of  those 
personal/professional  areas  requiring  improvement.  Having  assessed  the  personal 
need  to  learn,  the  adult  has  found  the  crucial  motivation  to  learn. 
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The  amount  of  commitment  a person  feels  toward  an  activity  tends  to  be  as 
strong  as  his  part  in  building  it.  Therefore,  assessment  of  the  adult's  learning  needs 
and  formulation  of  learning  objectives  should  be  a cooperative  effort  involving  you 
as  trainer  and  all  members  of  the  group.  You  can  begin  this  process  in  the 
pre-planning  phase; 

• Prepare  questionnaires  for  group  participants  to  complete  and  return  with  their 
registration  materials. 

• If  appropriate,  you  might  also  contact  participants'  supervisors  for  suggested 
areas  to  be  emphasized  or  added. 

The  second  phase  of  the  needs  assessment  should  be  scheduled  into  your  first 
training  sessions  wnen  you  work  with  participants  to  develop  specific  objectives  for 
the  training  program. 

LIFE  EXPEKIlNCL; 

Adults  can  contribute  much  to  tne  learning  experience  because  they  have  a 
oroad  store  of  experience  from  which  to  draw. 

You  should  recognize,  however,  that  unlike  children  who  identify  themselves  in 
relation  to  family,  school,  or  friends,  adults  build  their  own  self-identity.  We,  as 
adults,  are  what  we  have  done.  Consequently,  our  participation  in  an  educational 
activity  can  be  severely  undermined  if  our  experiences  are  not  valued  by  others. 
Since  our  identity  is  so  closely  tied  to  what  we  have  done,  we  feel  personally 
rejected  when  our  accomplishments  or  experiences  are  minimized. 

As  trainer,  you  can  utilize  this  valuable  store  of  experience  and  reinforce  a 
positive  learning  experience  by  adopting  these  simple  principles: 

• Utilize  teaching  methods  which  build  on  the  experiences  of  participants  to 
maximize  learning.  The  greater  their  participation,  the  more  they  will  learn. 

• Experiential  techniques  such  as  discussion,  case  studies,  role  play,  and 
problem-solving  exercises  can  "draw  out"  participants'  own  accomplishments 
and  resources. 

• Encourage  participants  to  give  examples  of  their  own  experiences  in  given 
situations.  This  strengthens  their  part  in  the  learning  process  and  provides  a 
valuable  resource  for  the  entire  class. 
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• Emphasize  practical  application  of  new  ideas  or  skills  by  using  experiences 
drawn  from  your  group. 

■ Build  into  the  training  process  exercises  in  which  participants  can  practice 
skills  or  knowledge  they  will  need  in  their  jobs  or  daily  living. 

• Provide  opportunities  for  feedback  on  participants'  behavior.  It  is  important 
that  they  discover  that  their  habits  and  ideas  are  not  necessarily  universally 
accepted. 
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From  The  Modern  Practice  of  Adult  Education 
by  Malcolm  S.  Knowles.  Copyright  1980  by 
Malcolm  S.  Knowles.  Used  by  permission  of 
Pollett  Publishing  Company. 

SUPERIOR  CONDITIONS  OF  LEARNING  AND 
PRINCIPLES  OF  TEACHING 


It  is  becoming  increasingly  clear  from  the  growing  body  of  knowledge  about  the 
processes  of  adult  learning  that  there  are  certain  conditions  of  learning  that  are 
more  conducive  to  growth  and  development  than  others.  These  superior  conditions 
seem  to  be  produced  by  practices  in  the  learning-teaching  transaction  that  adhere  to 
certain  superior  principles  of  teaching  as  identified  below; 


Conditions  of  Learning 
Learners  feel  a need  to  learn. 


Principles  of  Teaching 

1.  The  teacher  exposes  students  to 
new  possibilities  for  self- 
fulfillment. 

2.  The  teacher  helps  each  student 
clarify  his  own  aspirations  for 
improved  behavior. 

3.  The  teacher  helps  each  student 
diagnose  the  gap  between  his 
aspiration  and  his  present  level 
of  performance. 

4.  The  teacher  helps  the  student 
identify  the  life  problems  he 
experiences  because  of  the  gaps  in 
personal  equipment. 


The  learning  environment  is 
characterized  by  physical  com- 
fort, mutual  trust  and  respect, 
mutual  helpfulness,  freedom  of 
expression,  and  acceptance  of 
differences. 


5.  The  teacher  provides  physical  con- 
ditions that  are  comfortable  (as  to 
seating,  smoking,  temperature, 
ventilation,  lighting,  decoration) 
and  conducive  to  interaction 
(preferably,  no  person  sitting 
behind  another  person). 

6.  The  teacher  accepts  each  student  as 
a person  of  worth  and  respects  his 
feelings  and  ideas. 

7.  The  teacher  seeks  to  build 
relationships  of  mutual  trust  and 
helpfulness  among  the  students  by 
encouraging  cooperative  activities 
and  refraining  from  inducing  com- 
petitiveness and  judgmentalness. 
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Conditions  of  Learning 

Principles  of  Teaching 

8.  The  teacher  exposes  his  own 

feelings  and  contributes  his 
resources  as  a co-learner  in  the 
spirit  of  mutual  inguiry. 

Tne  learners  perceive  the  goals 
of  a learning  experience  to  be 
their  goals. 

9.  The  teacher  involves  the  students 

in  a mutual  process  of  formulating 
learning  objectives  in  which 
the  needs  of  the  students,  of  the 
institution,  of  the  teacher,  of 
the  subject  matter,  and  of  the 
society  are  taken  into  account. 

The  learners  accept  a share  of 
the  responsibility  for  planning 
and  operating  a learning  exper- 
ience, and  therefore,  have  a 
feeling  of  commitment  toward  it. 

10.  The  teacher  shares  his  thinking 
about  options  available  in  the 
designing  of  learning  experiences 
and  the  selection  of  materials 
and  methods  and  involves  the 
students  in  deciding  among  these 
options  jointly. 

The  learners  participate 
actively  in  the  learning  process. 

11.  The  teacher  helps  the  students 
to  organize  themselves  (project 
groups,  learning-teaching  teams, 
independent  study,  etc.)  to 
share  responsibility  in  the 
process  of  mutual  inguiry. 

The  learning  process  is  related 
to  and  makes  use  of  the  experi- 
ence of  the  learners. 

12.  The  teacher  helps  the  students 
exploit  their  own  experiences  as 
resources  for  learning  through  the 
use  of  such  technigues  as 
discussion,  role  playing,  case 
method,  etc. 

13.  The  teacher  gears  the  presentation 
of  his  own  resources  to  the 
levels  of  experience  of  his 
particular  students. 

14.  The  teacher  helps  the  students  to 
apply  new  learnings  to  their 
experience,  and  thus  to  make  the 
learning  more  meaningful  and 
integrated. 
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Conditions  of  Learning 

The  learners  have  a sense  of 
progress  toward  their  goals. 


Principles  of  Teaching 

15.  The  teacher  involves  the  students 
in  developing  mutually  acceptable 
criteria  and  methods  for  measuring 
progress  toward  the  learning 
objectives. 

16.  The  teacher  helps  the  students 
develop  and  apply  procedures  for 
self-evaluation  according  to  these 
criteria. 
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SUMMARY 

In  this  chapter,  we  have  explored  the  unique  characteristics  of  adult  learners 
and  begun  formulating  strategies  for  creating  the  optimal  learning  environment.  We 
have  discussed  how  to  build  on  the  adult's  independent  self-concept,  how  to  enhance 
motivation  to  learn  through  guided  self-assessment,  and  how  to  utilize  the  adult 
learner's  own  store  of  life  experiences  to  augment  and  reinforce  the  learning  process. 
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Chapter  3;  HQ\A/  TO  DEVELOP  AN  EDUCATIONAL  PROGRAM 

Preparing  and  implementing  an  adult  educational  program  requires  a strong 
commitment  by  the  trainer  as  well  as  each  member  of  the  training  group. 

You,  as  trainer,  are  responsible  for  eliciting  the  cooperation  of  your  group  in 
compiling  information  and  translating  that  information  into  a plan  of  action.  This 
process  can  be  broken  down  into  four  phases; 

Phase  1;  Prepare  a needs  assessment 

Phase  2:  Formulate  learning  objectives 

Phase  3:  Match  objectives  to  training  methods 

Phase  4:  Revise  needs  assessment  and  evaluate  progress 

PHASE  I:  PREPARE  A NEEDS  ASSESSMENT 

The  assessment  phase  of  the  training  program  requires  the  participation  of  the 
group  members  and  trainer  and,  perhaps,  others.  You  will  be  compiling  information 
about  the  participants'  motivation  to  learn,  their  knowledge  and  skill  related  to  the 
subject  area,  and  particularly  their  individual  learning  needs. 

You  can  take  a three-step  approach  to  obtaining  this  information: 

1.  Consult  with  the  participants'  supervisor(s)  or  the  sponsoring 

organization's  educational  coordinator  regarding 

• level  of  competency  (knowledge,  skills)  required  for  the  participant's 
job; 

• level  of  competency  achieved  by  the  participant  (presently); 

• weak  areas  of  skill/knowledge/understanding; 

• strong  areas  of  skill/knowledge/understanding; 

• perceived  motivation  for  learning:  promotion,  salary  increase, 

self-fulfillment,  overcome  job  insecurities; 

• interpersonal  skills/strenghts/weaknesses  (shy,  aggressive,  coopera- 

tive, humorous,  competitive,  etc.) 

2.  Develop  a questionnaire  for  participants  to  complete  and  return  to  you 

prior  to  the  first  session.  Questions  should  include: 

• current  professional  responsibilities; 

• future  professional  goals; 
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• related  special  training/skills  (sign  language,  foreign  language, 
sensitivity  training,  CPR,  etc.); 

• formal  education; 

• personal  data:  age,  marital  status,  dependents,  hobbies,  etc.; 

• specific  needs  for  information/skill/understanding; 

• personal  objectives/goals  for  this  program/course;  and 

• reasons  for  attending  this  program/course. 

3.  During  the  first  session,  have  the  group  members  share  and  discuss  their 
learning  objectives.  (This  can  be  integrated  into  the  "get  acquainted" 
exercise  at  the  opening  of  the  session.  See  Chapter  3 - "Breaking  the 
Ice".) 

The  information  you  gather  from  this  three-step  approach  will  help  you 
evaluate  what  the  group  needs,  what  the  group  expects,  and  how  you  can  most 
effectively  orchestrate  the  learning  experience.  You  will  have  gained  important 
insights  into  the  group's  current  level  of  professional  competency  and  tapped  a 
valuable  resource  — the  participants'  store  of  life  experiences. 

All  of  this  information  will  be  taken  into  account  as  you  proceed  to  the  next 
phase  of  tne  program  development  process  — setting  objectives. 

PHASE  2:  FORMULATE  LEARNING  OBJECTIVES 

If  the  program  is  job-related,  particularly  if  it  is  sponsored  or  funded  by  the 
participants'  employers,  there  are  probably  certain  criteria  or  standards  of 
performance  or  achievement  by  which  the  participants'  as  well  as  the  program  will 
be  evaluated. 

From  a business  and  professional  standpoint,  any  agency  or  organization  which 
invests  in  a training  program  is  entitled  to  define  what  subjects  will  be  covered  and 
what  level  of  skill  or  expertise  they  expect  from  "graduates"  of  the  program. 

The  influence  of  the  sponsor  is  even  greater  if  the  program  is  part  of  a 
specialized  professional  training  program  required  for  credentialing,  promotion,  or 
credit.  Many  professions  require  that  members  accrue  a certain  number  of 
continuing  education  units  (CEU's)  or  courses  in  order  to  maintain  certification  or 
licensure.  Before  a course  or  program  can  award  CEU's,  it  is  subject  to  review  and 
approval  by  an  accredited  educational  institution. 
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It  is  certainly  the  sponsor's  prerogative  to  define  the  scope  of  the  program,  and 
even  specific  outcomes  or  (ninimal  competencies.  You,  as  trainer  are  responsible 
for  clarifying  these  third-party  objectives  and  incorporating  them  into  the  program. 

\A/hile  the  sponsor  may  define  desired  goals  in  general  terms,  the  participants 
must  maintain  an  active  role  in  determining  specific  learning  objectives  they  need 
to  achieve  during  the  course  of  the  program.  This  input  is  a crucial  element  of  the 
program  planning  process,  for  it  makes  these  adult  learners  participants  rather  than 
passive  (and  possibly  unwilling)  "victims"  of  the  learning  experience.  Furthermore, 
the  participants  can  most  effectively  translate  the  broader  goals  into  more 
manageable  objectives  which  relate  to  their  "real  life"  roles  on  the  job. 

It  is  again  the  trainer  who  must  consolidate  the  sponsor's  generalized  goals  and 
the  participants'  task  or  problem-oriented  objectives  and  determine  the  most 
appropriate  methods  for  achieving  the  specified  outcomes. 

Objective  writing  is  a key  step  in  planning  learning  activities  and  an  essential 
preliminary  step  in  determining  teaching  methods  and  content. 

Objectives  should  be  written  in  specific  behavioral  terms;  they  should  state 
exactly  what  the  person  will  be  able  to  do  after  completing  the  course,  session  or 
exercise. 

Example;  (Badly  stated  objective)  "To  communicate  better  with  my  clients." 

Example;  (Well-stated  objective)  "To  master  100  functional  signs  so  I can 
communicate  more  effectively  with  my  learning-impaired  clients." 

The  advantage  of  writing  learning  objectives  in  behavioral  terms  is  that  they 
are  easier  to  measure.  The  following  guidelines  developed  by  Robert  Mager  should 
help  you  in  formulating  learning  objectives. 

From  a trainer's  perspective,  specific  behavior-oriented  objectives  help  keep 
the  program  "on  course"  and  task-oriented  rather  than  vague  and  theoretical. 
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Formulating  Learning  Objectives;^^^ 

1.  Describe  your  educational  intent. 

2.  Describe  what  the  learner  will  be  doing  when  the  objective  is  achieved. 

3.  Describe  how  you  will  know  when  the  learner  has  achieved  the  objective: 

• Identify  and  name  the  overall  behavioral  act. 

• Describe  important  conditions  under  which  the  behavior  is  to  occur. 

• Define  your  criteria  for  acceptable  performance. 

4.  Write  a separate  statement  for  each  objective.  The  more  statements  you  have, 
the  better  chance  you  have  of  making  your  intent  clear. 

Examples  of  Learning  Objectives: 

• Participants  will  be  able  to  state  three  characteristics  of  adult  learners  that 
influence  how  trainers  will  plan  the  learning  activities. 

• Participants  will  be  able  to  describe  causes  and  characteristics  of  two 
developmental  disabilities. 

• Participants  will  identify  five  typical  parent  and  family  responses  to  having  a 
developmentally  disabled  child. 

• Participants  will  demonstrate  beginning  skill  in  writing  a task  analysis. 

• Participants  will  be  able  to  describe  three  proolem  behavior  management 
methods. 

• Participants  will  be  able  to  state  the  respite  worker's  responsibilities 
concerning  medications. 


(3) 


Robert  F.  Mager,  Preparing  Instructional  Objectives  (Belmont,  CA: 
Fearon  Publishers,  1962). 
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PHASE  3;  MATCH  LEARNING  OBJECTIVES  TO  TEACHING  METHODS 

How  do  you  decide  what  teaching  method  to  use  from  among  the  many  methods 
available?  Should  you  give  a lecture,  give  the  group  a reading  list,  show  a film,  have 
free  group  discussion,  share  the  group’s  own  experiences,  consider  role  play  or  a 
practice  exercise?  A simple  approach  to  this  dilemma  is  to  go  back  to  the  learning 
objectives  you  developed  with  the  group.  Break  the  objectives  into  three  broad 
categories  according  to  the  kinds  of  behavioral  change  you  are  working  for,  that  is, 
identify  whether  the  objectives  are  focused  on  the  acquisition  of  information, 
understanding,  or  on  the  development  of  a skill. 

Some  teaching  methods  are  more  effective  than  others  for  each  of  these 
categories  of  objectives: 

If  your  goal  is  for  participants  to  acquire  some  hard  information  on  the  subject, 
then  lectures,  readings,  or  films,  although  traditional  and  formal,  might  be  the  most 
appropriate  methods  for  passing  on  that  information. 

If  you  are  teaching  a skill,  such  as  how  to  dress  a client,  then  a demonstration 
and  practice  exercises  would  be  effective  methods. 

If  the  goal  is  attitude  change,  such  as  sensitizing  participants  to  a client's 
disability,  then  role  play  might  be  your  choice  teaching  method. 

You  may  want  to  use  several  teaching  methods  to  enhance  the  possibilities  for 
learning  by  involving  more  than  one  sensory  input,  such  as  outlining  the  lecture  or 
practice  exercise  on  a flipchart,  and  then  distributing  handouts  highlighting  the 
material.  Or  you  might  proceed  with  a session  by  presenting  the  conceptual 
material  in  a lecture,  followed  by  experiential  activities  so  that  learning  takes  place 
on  two  levels:  the  abstract-intellectual  and  the  concrete-emotional.  The  activities 
can  be  practice  exercises,  problem-solving,  case  studies  or  role  play.  Many 
activities  can  be  carried  out  in  small  groups  or  pairs.  (Learning  is  more  intensive  in 
small  groups  which  provide  opportunities  for  even  shy  people  to  feel  free  to 
participate  actively.) 

\Voven  throughout  the  program,  you  should  provide  adequate  "processing"  tiine 
for  participants  to  discuss  and  digest  what  they  are  thinking  and  feeling  about  each 
activity. 
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The  order  in  which  to  present  the  learning  activities  depends  on  how  each 
activity  relates  to  what  proceeds  and  what  follows,  and  is  logically  arranged  in  a 
building  block  fashion  proceeding  from  the  simpler  concepts  to  the  more  complex. 
The  order  of  activities  also  depends  on  the  phase  of  the  group  process.  You  would 
present  less  threatening  material  in  activities  initially,  proceed  to  the  more 
challenging  and  personally  involving  activities  in  the  middle  phase,  and  conclude 
with  suminarizing  and  closure  activities. 

You  will  need  to  know  the  participants  well  enough  to  anticipate  their  responses 
to  any  part  of  the  learning  plan.  Realistically,  however,  it  is  not  possible  to 
anticipate  all  reactions.  So,  as  you  proceed  with  the  training  methods  you  have 
selected,  you  should  be  sensitive  to  the  group's  responses  and  flexible  and  creative 
enough  to  change  any  or  all  of  the  plan.  Be  sure  to  keep  in  mind  the  learning 
objectives  you  have  already  developed  with  the  group  and  proceed  with  the 
method(s)  best  suited  to  the  stated  objectives  and  the  current  receptivity  of  the 
group. 

PHASE  4;  REVIE \A/  NEEDS  AND  EVALUATE  PROGRESS 

Throughout  the  program,  you,  as  trainer,  should  be  sensitive  to  how  well  youi 
participants'  learning  needs  are  being  met.  Build  into  the  program  formal  anc 
informal  mechanisms  for  evaluation  and  feedback  of  your  "performance"  as  well  a: 
that  of  the  participants. 

Initiate  planned  and  spontaneous  discussion  about  the  effectiveness  of  the! 
program.  Discuss  teaching  methods  --  what  works,  what  does  not?  Keep  your  grou( 
members  continually  involved  in  determining  how  they  learn  best. 

Brief  written  evaluations  during,  and,  particularly,  at  the  conclusion  of  thi 
program,  will  help  measure  how  far  participants  have  come  in  meeting  their  learnim 
objectives.  (See  Part  II  for  sample  forms.)  This  measuraole  indicator  of  thei 
progress  will  reinforce  participants'  current  efforts  and  serve  as  a positive  incentiv 
for  continuing  educational  efforts. 

\A/ritten  evaluations  of  the  overall  program  also  serve  as  a valuable  teachin 
tool  which  you  can  (and  should)  utilize  to  modify  or  refine  the  program  for  the  nex 
group. 
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In  addition  to  feedback  on  the  content  of  the  program  (i.e.,too  much  theory  on 
Topic  A and  not  enough  practice  for  Skill  B),  you  will  find  out  your  strengths  and 
weaknesses  in  your  role  as  trainer. 

The  evaluation  process,  as  with  the  other  three  phases  of  program  development 
should  be  a cooperative  and  mutual  effort.  To  be  useful,  it  must  be  directed  not  at 
"judging”  how  another  adult  performs,  but  at  helping  individuals  reassess  their 
learning  needs  as  part  of  the  life-long  learning  process. 
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SUMivlARy 

This  chapter  has  outlined  the  four  phases  involved  in  developing  an  educational 
program; 

Phase  1 requires  compiling  information  about  participants  in  order  to  prepare  a 
needs  assessment. 

Phase  2 incorporates  participant  information  and  sponsor  requirements  for 
formulating  specific  training  objectives. 

Phase  3 matches  teaching  methods  to  learning  objectives  by  identifying  whether 
the  focus  was  on  information,  understanding  or  skill  development. 

Phase  4 institutes  formal  and  informal  procedures  for  reviewing  and  evaluating 
how  effectively  the  participants'  identified  learning  objectives  have  been  met. 

Having  outlined  the  process  involved  in  developing  a training  program,  we  can 
now  concentrate  on  acquiring  skills  in  selecting  and  implementing  teaching  methods. 
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Chapter  4;  HOW  TO  SELECT  AND  IivlPLEMENT  YOUR  TEACHING  METHODS 

As  a trainer,  your  command  of  a range  of  teaching  methods,  and  your  flexibility 
n adapting  the  inethod  to  the  subject  and  the  group  are  the  "active  ingredients"  in 
any  training  program.  The  content  is  clearly  defined,  but  adult  learners  typically 
'ivon't  sit  still"  while  dry  infonnation  is  transmitted  to  them  by  an  "authority".  So, 
your  familiarity  with  and  mastery  of  a varied  repertoire  of  teaching  techniques  may 
DB  the  determining  factor  for  the  "success"  or  "failure"  of  the  program. 

There  are  a variety  of  teaching  methods  or  techniques  which  have  proven 
particularly  effective  witn  adult  learners.  All  of  them,  to  a greater  or  lesser 
degree,  involve  the  participants  and  build  upon  that  most  valuable  resource  — the 
individual's  own  life  experiences.  As  discussed  in  the  second  chapter,  we,  as  adults, 
identify  ourselves  in  terms  of  what  we  have  done,  and  we  need  others  to  recognize 
and  value  our  accomplishments  as  we  do.  In  learning  situations,  we  want 
information  and  skills  that  will  utilize  our  life  experiences  and  apply  directly  to  our 
present,  real-life  situations. 

Thus,  methods  selected  for  adult  learners  should  fulfill  both  of  these  adult 
needs  by  utilizing  past  experiences  and  applying  them  to  current,  real-life  situations. 

Teaching  methods  can  be  classified  in  three  general  levels  or  categories 
according  to  the  degree  of  student  participation.*  Decending  from  greater  to  lesser 
degree  of  participation,  the  categories  are: 

■ Level  3;  Experiential  Exercises  (ivlaximum) 

■ Level  2:  Discussion  (Moderate) 

■ Level  1:  Lecture  (Minimum) 


* The  levels  also  reflect  the  degree  of  learning  development  of  the  group. 
Participants  new  to  the  adult  education  process  should  be  gradually  guided  into 
participatory  learning,  progressing  from  level  1 to  level  3. 
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LLS/LL  3;  EXPEf^lLiNlTlAL  LXlKCISlS 
(i'/1aximum  Participation) 

An  experiential  exercise  is  an  activity  which  involves  the  participant  directly  in 
the  learning  process  through  first-hand,  "live"  participation. 

Behavior  theory  asserts  that  direct  experience  precedes  learning,  and  that 
"self-generated"  learning  is  most  effective  in  influencing  a change  in  attitudes  or 
behavior  change.  An  experiential  exercise  is  an  ideal  technique  for  demonstrating 
to  the  participant  the  nature  and  effectiveness  of  ones  own  attitudes  and  behaviors. 
The  awareness  gained  through  personal  insight  and  peer  feedback  provides  a basis 
for  self-evaluation  and  change. 

PHASES  OF  THE  EXPERIENTIAL  EXERCISE: 

1.  Experiencing;  the  participants  are  involved  in  the  activity  — by  observing, 
feeling,  speaking,  performing. 

2.  Sharing  Reactions;  the  participants  share  their  perceptions  (thoughts,  feelings) 
with  others  who  have  experienced  or  observed  the  same  activity. 

3.  Processing;  participants  share,  discuss  and  evaluate  wnat  they  experienced  or 
observed  during  the  activity.  (This  phase  provides  an  essential  outlet  for  stress 
aroused  during  the  exercise  and  serves  as  a "time  out"  during  which  participants 
can  clarify  the  purpose  and  effect  of  the  exercise.) 

4.  Generalizing;  participants  extract  key  outcomes  of  the  exercise  and  draw 
conclusions  or  formulate  principles  regarding  other  similar  situations. 

5.  Application  of  Learning;  the  conclusions  or  discoveries  drawn  from  the 
exercise  are  applied  to  specific  real-life  situations. 

SELECTING  EXPERIENTIAL  EXERCISES: 

Before  orchestrating  the  exercise,  it  is  important  that  you  consider  the 
following  factors  and  how  they  might  positively  or  negatively  affect  how  well  the 
exercise  achieves  the  specific  learning  objective. 
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Group  Development; 

>Vhat  stage  of  development  has  your  group  reached?  How  cohesive  and  trusting 
are  group  members?  If  they  are  new  to  participatory  education,  don't  involve  them 
in  an  activity  requiring  a high  level  of  self-disclosure  or  body  contact.  Guide  them 
into  the  process  gradually. 

Specific  Learning  Objective: 

\Vhat  is  it  you  want  to  convey  to  your  participants?  Sensitivity  to  their  own 
attitudes  and  feelings?  Awareness  of  how  others  see  them?  Practice  in  a new 
skill?  Be  sure  you  know  what  outcome  you're  looking  for  when  you  design  the 
activity,  and  don't  try  to  make  too  many  points  in  one  activity.  Keep  the  activity 
simple,  give  specific  instructions,  and  keep  the  objective  in  focus. 

Trainer's  Level  of  Skill; 

Don't  use  an  exercise  you  are  not  equipped  to  handle.  In  your  selection  process, 
you  should  evaluate  your  own  skills  and  experience.  You  may  have  to  "settle  for"  a 
less  dramatic  exercise  until  you  have  the  necessary  skill  and  experience  to  manage 
all  of  the  possible  outcomes.  Don't  risk  alienating  participants  and  wasting  a 
learning  opportunity.  A simple  exercise  executed  well  is  more  valuable  than  a 
dynamic  exercise  out  of  control. 

Practical  Considerations; 

Design  the  exercise  within  the  context  of  the  specific  group.  Are  there  too 
many  participants  to  achieve  the  full  effect?  too  few?  Can  the  physical  set-up 
accommodate  the  activity?  Will  you  need  special  materials  or  equipment? 
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TYPES  OF  EXPERIENTIAL  EXERCISES: 

The  following  types  of  experiential  activities  are  listed  according  to  level  of 
participant  self-disclosure  (low,  moderate,  high),  and  should  be  implemented  with 
sensitivity  to  the  group's  stage  of  development,  cohesion  and  receptivity. 

1.  ICE-BREAKERS  (low): 

Purpose:  "Warm  up"  the  group  and  introduce  them  to  the  participatory  learning 
process. 

Goals: 

• Help  the  participants  get  acquainted  quickly  and  in  a non-threatening  way; 

• Prepare  group  for  interaction  through  sharing  of  personal  experiences; 

• Establish  group  cohesion; 

• Reduce  perceived  "gap"  between  trainer  and  participants; 

• Faciliate  self-assessment  and  objective  setting. 

Example:  EXPANDED  NAMET AG/PARTY  MIX  EXERCISE. 

PHASE  1:  "GET  ACQUAINTED" 

A.  Name  Tag 

Ask  the  participants  to  fill  out  5x8  index  cards  which  you  have  prepared 
in  advance. 

(Prepare  a large  triangle  on  each  card  following  the  sample  below.  Put 
instructions  and  sample  name  tag  on  board  or  flipchart.  Put  first  name  in 
triangle  with  felt  marker.  Use  safety  pins  or  masking  tape  to  put  on  name  tag. 
Make  one  for  yourself,  answering  the  questions,  using  a pencil  or  pen.) 
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Have  participants  answer  the  following  questions  on  their  nametag: 

1.  Your  definition  of  Respite  Care. 

2.  vVhat  skills/experience  do  you  have? 

3.  Your  learning  goals  for  the  training. 

B.  Leader's  Introduction 

1.  Include  your  name,  position,  title;  perhaps  formal  and  special  training  and 
background  relevant  to  respite  care  and/or  developmental  disabilities. 

2.  Describe  how  you  will  be  handling  the  role  of  leader,  i.e.,  structuring  the 
sessions  and  serving  as  facilitator  and  resource  person. 

3.  State  your  intent  to  utilize  as  much  as  possible  the  expertise  and 
experience  of  the  group  members  throughout  the  workshop. 

C.  Introduction  of  Participants 

1.  In  a go-round,  ask  everyone  to  introduce  themselves,  stating  where  they 
are  from,  where  they  work,  and  how  long  they  have  been  providing  respite 
care. 

PHASE  2:  "PARTY  MIX" 

"At  tnis  point  I'd  like  to  give  people  a chance  to  get  to  know  others  and  to  find 
out  what  others  had  hoped  to  gain  from  today's  experience." 

Option  A - for  large  groups 

"I'd  like  everyone  to  put  on  his  or  her  nametag  and  stand  up.  Then  mill  around 
silently  and  read  as  many  nametags  as  you  can  while  others  are  reading  yours.  When 
I say  stop,  each  person  is  to  get  into  groups  of  three  with  two  people  you  don't  know, 
then  sit  down  with  your  group.  Once  you  are  in  triads,  please  count  off  1,  2,  3. 

Person  1 will  begin  by  talking  for  one  minute  about  any  aspects  of  his  or  her 
nametag.  When  I call  time,  switch  to  person  2.  Person  2 then  has  one  minute  to 
talk,  then  person  3.  Then  I'd  like  the  small  groups  to  report  their  learning  goals." 

(Allow  five  minutes  feedback  time.  You  can  list  the  learning  goals  on  the 
flipchart.) 
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Option  3 - for  small  groups 

"I'd  like  everyone  to  put  on  his  or  her  nametage  and  stand  up.  Then  mill  around 
silently  and  read  as  many  nametags  as  you  can  while  others  are  reading  yours.  vVhen 
I say  stop,  each  person  is  to  select  one  person  they  do  not  know  and  sit  down  in  pairs 
facing  each  other. 

Pick  A & B.  Person  A is  to  interview  Person  B to  determine  why  B came  to  the 
workshop,  and  what  his  or  her  goals  are,  i.e.,  what  B wants  to  learn  from  this  group. 
Person  A will  have  one  minute.  After  one  minute,  switch  roles  and  Person  B will 
interview  Person  A." 

(Put  the  heading  "Group  Goals"  on  the  flipchart  and  go  around  the  room  having 
each  person  introduce  his  or  her  partner  to  the  group,  ask  the  person  being 
interviewed  if  he  or  she  wants  to  add  anything,  and  then  list  name,  plus  goals  for 
each  person.  Explain  that  you  will  compile  the  goals  and  give  each  a list  so  that  all 
will  know  wnat  they  set  out  to  learn  at  the  beginning  of  the  workshop.) 
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2.  PROBLEM-SOLVING  (Moderate); 

Purpose;  Provides  participants  with  conceptual  framework  and  practice  in 
recognizing,  defining  and  resolving  day-to-day  problem  situations. 

Goals; 

• Study  methodology  for  solving  problems; 

• Gain  experience  and  skill  in  solving  problems; 

• Apply  techniques  and  experience  to  actual  daily  problem  situations. 
Example;  BRAINSTORMING 

Oivide  workshop  participants  into  teams  of  five  members  each  and  have 
eacn  team  select  one  leader  who  will  record  and  report  the  outcome  of  the 
exercise.  Then,  present  a specific  problem  for  the  teams  to  brainstorm,  i.e., 
"vVhat  kinds  of  recreational  activities  would  be  suitable  for  a 15-year  old  girl 
with  cerebral  palsy?"  (NOTE;  The  exercise  will  be  more  productive  if  you  give 
participants  some  advance  time  to  consider  the  problem.  If  possible,  announce 
the  subject  a day  in  advance  so  participants  can  come  prepared  with  specific 
ideas.) 

Tell  the  teams  they  will  have  15  minutes  to  "brainstorm"  — throw  out 
ideas  for  solving  the  problem.  Every  idea  should  be  recorded  by  the  team 
leader.  Remind  participants  that  there  are  no  "bad"  ideas,  so  they  should  try  to 
be  as  creative  and  enterprising  as  possible. 

When  the  15  minutes  are  up,  tell  the  teams  to  review  the  ideas  that  have 
already  been  suggested  and  come  up  with  a consensus  of  opinion  on  how  to  best 
handle  the  issue  in  question.  Allow  15  minutes  for  each  team  to  formulate  a 
plan  of  action. 

At  the  conclusion,  have  each  team  leader  report  on  the  final  plan  to  the 
entire  workshop  group.  Be  sure  to  allow  time  for  participants  to  discuss  their 
ideas  and  feelings  about  the  exercise  and  its  outcomes. 

3.  COMMUNCATION  EXERCISES  (Moderate); 

Purpose;  Enables  participants  to  assess  and  evaluate  the  style  and 
effectiveness  of  tneir  own  communication  patterns. 

Goals; 

• Develop  skills  in  sensitive  listening,  expressing  and  responding; 
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• Illustrate  communication  distortions  and  dysfunctional  communication 
patterns; 

• Study  and  interpret  "body  language;" 

• Sensitize  participants  to  their  own  non-verbal  cues; 

• Explore  the  stress  and  rewards  of  trust  and  risk-taking; 

• Acquire  skill  in  the  development  of  relationships. 

Example;  RUMOK  CLINIC 

Have  participants  form  groups  of  five  and  form  a circle.  Approach  the 
circle  and  softly  and  quickly  read  a sentence  to  the  group.  (The  subject  of  the 
sentence  is  unimportant  — but,  be  sure  you  know  later  exactly  what  you  said.) 

Next,  have  the  members  of  the  group  write  down  exactly  what  they  heard 
you  say.  Then  ask  one  person  to  repeat  what  you  said.  Proceed  around  the 
circle  having  each  person  "repeat"  the  original  sentence.  After  one 
full  go-round,  read  back  your  original  sentence  and  have  participants  compare 
it  to  what  they  wrote  and  what  other  members  of  the  group  "repeated". 

As  participants  compare  the  various  versions,  ask  them  to  explain  what 
they  heard,  why  they  might  have  misinterpreted  the  original  sentence,  and  how 
they  felt  about  what  happened. 

4.  A\A/AKENESS  EXPANSION  (High): 

Purpose;  Help  participants  recognize  and  evaluate  their  own  thoughts  and 
feelings. 

Goals; 

• Acquire  new  skills  in  expressing  feelings; 

• Apply  principles  of  "planned  change"  to  personal,  interpersonal  and  career 
development; 

• Acquire  awareness  of  one’s  own  feelings  and  defenses; 

• Extend  range  of  behavioral  alternatives. 

Example;  VALUES  CLARIFICATION  INVENTORY 

Hand  out  the  inventory  and  read  the  instructions  aloud.  (Abbreviated 
sample  follows.)  Allow  about  five  minutes  for  the  participants  to  complete  the 
inventory,  reading  the  statements  and  circling  the  answers  that  correspond 
most  closely  to  their  feelings.  Tell  participants  to  go  with  their  first 
impressions  rather  than  "study"  each  statement.  There  are  no  right  or  wrong 


answers. 
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After  the  five  minutes  are  up,  have  participants  break  into  small 
discussion  groups.  As  trainer,  read  one  of  the  statements  and  explain  how  you 
would  respond  and  what  your  response  tells  you  about  your  attitudes  toward  the 
subject.  Then,  ask  the  groups  to  discuss  their  own  reactions  to  the  inventory. 
After  15  minutes  of  discussion,  ask  for  volunteers  from  each  group  to  talk  about 
how  their  group  felt  about  the  inventory  and  what  they  learned  about 
themselves.  Relate  the  discussion  to  common  themes  that  emerge  and  how 
these  themes  reflect  current  societal  attitudes. 


VALUES  CLARIFICAnON 

Below  you  will  find  statements  of  ideas  and  attitudes  about  the  disabled.  There 
are  many  different  ideas  and  feelings  about  this  suoject.  This  exercise  is  private 
and  you  do  not  have  to  show  this  paper  to  anyone.  You  do  not  have  to  share  your 
answers  veroally. 


Answer  Key;  Circle  the  answer  that  corresponds  to  your  feelings. 


1. 


2. 


3. 


4. 


5. 


6. 


7. 


8. 


1 2 3 4 5 

Strongly  Strongly 

Agree  Agree  Not  sure  Disagree  Disagree 

I feel  uneasy  when  I am  near  a deaf  person.  1 2 

Many  people  with  cerebral  palsy  (CP)  use  their  disability  to  12 

take  advantage  of  others. 

A person  who  is  paralyzed  can  understand  people  better  than  1 2 

a person  who  isn't. 

I would  probably  be  nervous  with  someone  who  has  a 12 

developmental  disability. 

I would  never  adopt  a child  who  is  mentally  retarded.  1 2 

Blind  people  usually  have  good  memories.  1 2 

I am  sometimes  afraid  that  I will  become  paralyzed.  1 2 

I'd  be  afraid  to  drink  from  a cup  just  used  by  a person  who  has  1 2 

cancer. 


3 4 5 
3 4 5 

3 4 5 

3 4 5 

3 4 5 
3 4 5 
3 4 5 
3 4 5 


9.  I feel  uneasy  when  I'm  near  a person  who  has  epilepsy. 

10.  I would  be  upset  if  a child  of  mine  dated  a person  with 
epilepsy. 


1 2 3 4 5 
1 2 3 4 5 
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5.  PlKSvDNAL  feedback  (High): 

Purpose:  Provide  the  participant  or  trainer  with  specific,  relevant  information 
about  how  others  see  him  or  her.  (Should  not  include  elements  of  the  person's 
Dehavior  whicn  can  not  be  changed  or  which  do  not  pertain  directly  to  the  goals 
of  the  program.) 

Goals: 

• Develop  receptivity  to  constructive  criticism  or  praise; 

• Gain  insights  into  self-image  and  public  image; 

• Facilitate  self-disclosure; 

• Practice  giving,  receiving  and  using  feedback  for  planned  change; 

• Encourage  productive  risk-taking. 

Example:  EVALUATION 

Be  sure  to  explain  to  participants  the  purpose  and  intended  use  of  the 
information  they  will  be  providing  on  the  evaluation  for. ns.  The 
"mini-evaluation"  on  the  next  page  provides  participants  in  a multi-session 
worKshop  an  opportunity  to  review  the  content  and  presentation  in  one 
particular  session.  Tne  feedoack  provided  on  the  evaluation  form  will  be  used 
by  tne  trainer  to  make  any  cnanges  necessary  to  improve  the  quality  of 
subsequent  sessions.  The  evaluation  forms  will  be  anonymous,  so  participants 
should  feel  free  to  express  their  opinions  freely  and  openly.  Their  ideas  will 
provide  valuable  information  to  improving  the  quality  of  the  workshop. 
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Training  of  Trainers 
DAILY  EVALUATION 


Date: 

Please  comment  on  the  following  questions: 

1.  Was  the  distribution  of  information  evenly  paced  throughout  the  day? 

yes  no 

Comments: 


2.  Could  the  day  have  been  structured  in  a better  format? 

yes  no 

Comments: 


3.  Would  you  have  liked  emphasis  placed  In  other  areas? 

yes  no 

If  yes,  which  areas? 


4.  Was  too  much  material  presented  in  any  one  area? 

yes  no 

If  yes,  which  areas? 


5.  Was  the  day: 

too  short 

too  long 

just  right 

Comments: 


6.  Additional  comments: 
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6.  KOLE  PLAY  (High): 

Purpose:  Role  play  is  a method  for  "dramatizing"  a problem  or  process  before 
an  audience  or  group.  Memoers  act  out  possible  situations  ^hich  are  of  concern 
and  the  dramatized  events  are  used  as  a basis  for  discussion. 

Goals: 

• Illustrate  interpersonal  problems; 

• Increase  understanding  of  different  perspectives  and  role  functions; 

• Test  alternative  behaviors; 

• Gain  insight  into  attitudes  and  Denaviors; 

• Learn  nevv  skills; 

• Involve  people  in  self-learning. 

Example:  BASIC  ROLE  PLAY 

Tne  fear  of  presenting  oneself  oefore  a group  always  limits  the  nuinoer  of 
volunteers.  You  can  deal  with  such  fears  in  several  ways. 

Plan  ahead  with  someone  in  the  group  who  has  agreed  to  role  play  with 
you  or  divide  the  group  into  role  play  teams  and  have  everyone  act  out  the  role 
play  simultaneously.  This  method  may  be  the  easiest  for  a new  group  or  a 
trainer  who  is  not  yet  comfortaole  with  the  role  play  technique.  The  advantage 
of  this  forinat  is  that  there  is  no  audience  to  observe  and  possibly  criticize. 
Thus,  fears  about  performance  are  eliminated  and  you  are  free  to  assist  those 
participants  who  need  nelp  and  encouragement. 

After  a brief  period  of  perhaps  five  minutes,  you  can  then  lead  a 
discussion  with  participants  about  their  experiences  as  "players"  and  what  they 
learned. 

Preparation  for  the  role  play: 

Spontaneous  productions  are  most  realistic;  however,  as  trainer,  you 
should  have  prepared  in  advance  a list  of  points  to  be  raised  during  the  exercise. 
Gebriefinq: 

Always  allow  enough  time  for  the  players  and  the  rest  of  the  group  to 
discuss  tne  experience.  Tne  players  snould  be  given  a chance  to  talk  about  how 
they  felt  in  their  role,  what  they  learned,  and  any  thoughts  about  how  they 
might  nave  responded  differently.  The  group  can  then  be  asked  about  their 
oDservations,  suggestions,  and  what  they  learned. 
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Advanced  ivlaneuvers; 

As  you  gain  experience  and  comfort  with  the  technique  you  might  want  to 
be  on  the  look-out  for  opportunites  to  create  a spontaneous  role  play  from  a 
situation  that  arises  during  the  program.  By  this  time  you  and  your  group 
should  be  so  convinced  of  the  value  of  role  playing  that  you  should  have  no 
difficulty  finding  volunteers!  Remember  to  be  prepared  with  specific  points  or 
issues  you  want  to  demonstrate  through  the  role  play.  The  exercise  is  not  an 
end  in  itself  ~ it  should  be  a tool  to  facilitate  learning. 
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LEVEL  2:  DISCUSSIONS 
(ivloderate  Participation) 

Discussion  is  a familar  and  generally  non-threatening  teaching  method  by  which 
members  of  a group  can  collectively  explore  a particular  subject  and  exchange  views 
and  opinions.  Conversations,  summarizations,  question-and-answer  sessions  and 
dialogues  are  among  the  most  common  discussion  formats. 

HG\V  rO  IlMITIAfE  DISCUSSIONS: 

Start  with  specific,  answerable  questions  such  as  who,  what,  where,  why,  when. 
The  question  should  be  clearly  phrased  and  should  stimulate  thinking.  You  can  also 
initiate  discussion  by  "challenging"  participants  to  explain,  justify,  describe,  classify 
or  define. 

Example;  How  would  you  define  "burn-out?" 

HOW  TO  KEEP  THE  DISCUSSION  FLO  WING: 

You  can  expand  on  the  discussion  by  asking  for  more  specifics.  Ask  participants 
how  the  discussion  question  relates  to  their  personal  experiences. 

Example;  Have  you  ever  felt  "burned-out?"  What  was  it  like? 

You  can  facilitate  discussion  by  balancing  both  sides  of  the  issue,  playing 
"devil's  advocate,"  or  by  emphasizing  and  linking  points  raised  by  the  group. 

HOW  TO  CLOSE  THE  DISCUSSION; 

Keview  the  points  you  planned  to  cover  and  add  any  that  were  missed.  Be  sure 
when  you  summarize,  to  include  relevant  new  points  raised  by  the  group.  As  you 
summarize,  encourage  participants  to  join  in,  tying  together  the  points  raised  with 
the  underlying  principles.  Emphasize  how  the  points  raised  and  conclusions  reached 
can  be  utilized  by  participants  in  real-life  situations. 

TYPES  OF  DISCUSSIONS: 

• Open  Discussion  has  a general  theme  but  no  specific  focus  or  targeted  outcome. 

• Guided  Discussion  focuses  on  a specific  subject  or  issue  and  is  guided  by  the 
trainer  using  planned  questions  or  outlines. 

• Case  Study  focuses  on  an  actual  situation  usually  presented  by  the  trainer. 
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LEVEL  1;  LECTURE 
(Minimal  Participation) 

The  lecture  is  the  most  traditional,  least  threatening  teaching  method. 

Although  it  involves  only  limited  participation  by  group  members,  it  may  be  the 

most  appropriate  and  effective  technique  if  your  group  members  are  new  to  adult 
education  and  are  resistent  to  or  threatened  by  participatory  learning.  Lecture  is 
also  appropriate  if  the  purpose  is  simply  to  provide  essential  information,  or 

enhanced  awareness  rather  than  to  teach  a skill  or  modify  attitudes  or  behavior. 

\-\0\N  TO  PRESENT  A LECTURE: 

• Structure  --  include  an  introduction  to  the  subject,  progress  logically, 
summarize  the  important  points. 

• Visual  Aids  --  present  an  outline,  distribute  handouts,  show  transparencies  or 
slides  to  illustrate  points  that  are  particularly  difficult  or  important. 

Example:  Tie  theory  to  real  life  by  using  examples  to  illustrate 

important  points.  This  helps  keep  participants  alert  and 
interested  and  makes  it  easier  for  them  to  understand, 
remember  and  utilize  abstract  concepts. 

• Group  Receptivity  — be  sensitive  to  how  the  group  is  receiving  the  lecture.  Do 
they  seem  confused,  restless,  bored?  Also  take  into  account  the  physical 
setting:  can  participants  see  the  visual  aids?  Can  they  hear  you?  Is  the  room 
too  cold,  too  hot? 

• Trainer  Presentation  --  utilize  techniques  for  effective  public  speaking.  Speak 
clearly  and  vary  your  tone  of  voice.  Maintain  eye  contact  with  members  of  the 
group  and  know  the  material  well  enough  so  you  won't  have  to  read  your  notes. 
"Rehearse"  your  presentation  on  tape,  in  front  of  a mirror,  or  with  a friend. 

• Group  Participation  — although  lecture  is  basically  the  trainer's  medium,  be 
sure  to  allow  for  questions  and  comments  from  the  group.  Before  you  begin 
your  presentation,  explain  how  questions  will  be  handled,  i.e.,  during  or  after 
the  lecture. 

• Major  Points  — be  sure  to  state  the  important  points  in  your  introduction,  in  the 
middle  and  in  your  summary.  You  might  also  prepare  a handout  briefly 
outlining  the  major  points. 
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TYPES  OF  LECTURES; 

• Straight  Live  Lecture  is  used  when  there  is  a lot  of  material  to  present.  To 
conserve  time,  participants  may  be  asked  to  hold  questions  until  the  end. 

• Introduction  to  Group  Activity  provides  important  background  to  be  used 
immediately  in  a planned  activity. 

• Experiential  Lecture  includes  built-in  breaks  for  soliciting,  questions,  comments 
or  examples  from  the  group. 

• Short  Mini-Lectures  can  be  alternated  with  brief  exercises  demonstrating 
theories  presented. 

f Introductions,  Interjections  and  Summaries  are  short  presentations  used  to 

introduce,  clarify,  or  summarize  programmed  activities. 
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SUMivlARY 

This  chapter  has  familiarized  you  with  specific  teaching  methods  you  can 
utilize  during  your  training  sessions.  In  reviewing  the  various  methods,  we  have 
discussed  the  importance  of  utilizing  adult  learners'  past  experiences  and  applying 
program  content  to  real-life  situations. 

Particular  emphasis  was  given  to  selection  of  teaching  methods  appropriate  to 
the  group's  readiness  for  participatory  learning. 

A detailed  analysis  of  the  experiential  exercise,  discussion  and  lecture  formats 
has  offered  you  a wide  range  of  training  methods  to  adapt  to  the  identified  learning 
objectives. 
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Chapter  5;  STAGES  OF  GROUP  OEVELQPivlENT 

As  trainer,  you  will  need  to  understand  and  interpret  the  rather  complex 
process  of  group  development  so  you  can  adapt  your  style  and  methods  to  the  special 
needs  of  the  group.  Although  each  group  will  have  a "personality"  of  its  own  — 
defined  by  the  individual  members  and  their  interrelationships  — you  should  be  able 
to  anticipate  the  distinct  phases  of  group  development  and  prepare  strategies  for 
guiding  your  group  smoothly  through  each  phase. 

In  general,  adult  education  groups  move  through  each  of  the  following  phases. 
Some  individual  members  will  advance  more  rapidly  than  others  and  will  require 
limited  guidance  by  you;  others  may  have  difficulty  adjusting  to  an  unfamiliar 
situation  and  will  need  your  extra  help  and  understanding. 

* * * 

1.  Pre-Affiliation  (before  the  group  meets) 

Prospective  (nembers  of  the  group  will  probably  feel  some  anxieties  about  the 
upcoming  experience.  Let  them  know  what  to  expect.  Before  they  even  register  for 
tne  program,  the  program  description  should  offer  a clear  and  accurate  summary  of 
the  purpose  of  the  program,  the  teaching  methods  to  be  used,  and  the  suggested 
level  of  expertise  of  incoming  participants  (eligibility  requirements). 

Confirmation  of  a participant's  enrollment  should  include  personal  contact  with 
the  trainer,  ideally  in  person  or  by  phone.  This  helps  alleviate  the  pressure  of 
joining  a bunch  of  "strangers"  and  helps  ease  the  participant  into  the  informal, 
friendly  style  of  the  program. 

If  first-hand  contact  is  not  feasible,  the  registration  confirmation  packet  should 
communicate  the  tone  and  the  requirements  of  the  program.  Include  a personalized 
letter  to  the  registrant  (by  name,  not  "Dear  Registrant"),  signed  by  you  as  the 
trainer.  The  tone  of  the  letter  should  be  personal  and  friendly.  You  should  confirm 
the  dates,  times  and  location  of  the  program  and  include  the  "Game  Rules"  outlining 
specific  arrangements  and  expectations.  (See  Part  II  — "Game  Rules".) 

This  initial  contact  with  participants  can  greatly  affect  their  attitude  and 
motivation  toward  learning.  Try  to  convince  them  that  the  experience  will  be 
enjoyable  and  rewarding  and  that  their  individual  contribution  will  be  a valuable 
asset  to  the  group. 
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Finally,  let  them  know  whom  to  contact  if  they  have  any  questions  or  concerns 
about  the  upcoining  program. 

2.  Breaking  the  Ice  (First  session) 

Your  first  session  will  probably  be  the  most  difficult  and  the  most  important  for 
you  and  the  members  of  your  group.  You  must  "neutralize"  two  sets  of  participant 
anxieties:  the  anxiety  of  entering  a new  social  situation  (meeting  new  people, 

determining  role  expectations),  and  the  anxiety  of  having  one's  professional 
competence  "evaluated".  (While  helping  participants  overcome  these  anxieties,  you 
must,  of  course  deal  with  them  yourself!)  Experience  and  careful  planning  will  carry 
you  through  the  first-day  anxieties. 

Arrive  at  the  training  site  early.  Allow  yourself  time  to  check  the  set-up  and 
make  any  last  minute  changes.  Reconfirm  the  arrangement  for  coffee  breaks  or 
meals.  Familiarize  yourself  with  the  facilities  --  parking,  restrooms,  phones,  lights, 
etc.  Check  any  audio-visual  equipment  and  organize  teaching  aids  you  will  be  using 
that  day  (handouts,  transparencies,  outlines,  nametags,  etc.). 

You  should  be  finished  with  last  minute  organizing  before  your  participants 
begin  to  arrive  so  you  can  greet  them  individually  and  chat  before  the  session  begins. 

Start  the  session  on  time.  This  lets  participants  know  you  are  serious  about 
keeping  to  the  schedule. 

Lead  off  the  session  with  a brief  presentation  which  should  include  the 
following: 

Introduction  of  the  Trainer:  Introduce  yourself  and  tell  participants  briefly 
about  your  educational  and  professional  background  as  it  relates  to  the  program 
subject. 

Purpose  of  the  Program:  Provide  a brief  overview  of  why  the  program  is  being 
presented  and  generally  outline  the  goals. 

Teaching  Methods  and  Role  of  the  Trainer:  Describe  what  teaching  methods 
you  will  be  using  (lecture,  discussion,  role  play,  practice  exercises,  etc.)  and  what 
role  you  will  be  playing  (resource  person,  moderator,  facilitator,  etc.). 

Tone  of  the  Program  and  Role  of  the  Participants:  Explain  that  the  tone  of  the 
program  wiH'be  informal,  but  that  you  expect  participants  to  actively  contribute. 
Reassure  them  that  your  goal  is  to  help  them  learn,  not  to  judge  them.  Review  the 
Game  Rules  and  clarify  any  points  on  which  they  have  questions. 
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Agenda;  Distribute  and  review  copies  of  the  program  agenda  so  participants 
will  have  a clear  overview  of  the  schedule  and  content  of  the  entire  program. 

Once  these  preliminaries  are  over,  participants  should  feel  more  comfortable 
about  what  they  can  expect  and  what  is  expected  of  them. 

The  next  step  is  to  bring  the  individual  members  into  the  group  process.  Begin 
with  an  introductory  exercise  which  gives  participants  a chance  to  establish  their 
identity,  and  state  their  personal  objectives  for  the  program.  (See  Chapter  4 — "Ice 
Breaker  Exercise".) 

Use  the  introductory  exercise  as  a stepping  off  point  for  the  needs  assessment 
and  setting  of  specific  learning  objectives.  This  is  another  critical  step  in 
developing  the  program  and  the  group.  It  is  the  participants’  first  real  task  and  one 
of  tne  most  important.  Participants  may  hesitate  or  resist  expressing  their 
limitations,  needs  or  perceptions,  so  be  particularly  sensitive  and  supportive.  Point 
out  common  concerns  and  ask  other  participants  to  tie  in  their  own  thoughts. 

Aim  for  a consensus  of  opinion  on  "reasonable"  learning  objectives  for  the 
group.  S immarize  these  objectives  on  a flipchart  to  be  posted  throughout  the 
program.  Kemind  the  group  to  keep  their  objectives  in  focus  throughout  the 
program. 

3.  Settling  In 

After  the  first  session,  you'll  notice  patterns  of  interaction  beginning  to 
emerge.  In  this  "settling  in"  stage,  individuals  will  start  establishing  their  roles 
within  the  group.  You'll  be  able  to  identify  leaders  and  followers.  The  group  as  a 
whole  will  start  to  develop  its  own  personality  and  group  norms  will  be  defined. 
Members  will  soon  know  what  behaviors  will  be  accepted  or  encouraged  by  the  group 
and  which  will  not. 

The  patterns  of  participation  or  interaction  should,  ideally,  be 
multi-directional,  that  is,  you  will  interact  with  your  participants  individually  and 
collectively,  and  they  will  interact  with  you  and  with  each  other.  The  pattern  will 
depend  in  large  part  on  how  well  you  "entice"  participants  into  the  group  process  and 
how  they  perceive  themselves  in  relation  to  you  and  the  other  members.  The  more 
sharing  you  can  promote,  the  more  productive  and  rewarding  the  experience  will  be 
for  everyone. 
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4.  \A/orkinq  Together 

Once  the  individual  roles  and  group  norms  have  been  established,  you  can 
concentrate  more  on  maximizing  your  group  resources  and  less  on  supporting 
individual  members. 

By  this  time,  you  should  feel  freer  to  utilize  "higher  risk"  teaching  methods, 
i.e.,  role  playing,  awareness  exercises,  personal  feedback. 

Group  exercises  will  be  easier  and  more  productive  because  participants  will  be 
less  intimidated  by  cooperative  efforts  and  more  willing  to  "open  up"  and  share  their 
thoughts  and  feelings. 

By  this  stage,  your  group  will  have  reached  its  maximum  efficiency.  Be 
careful,  however,  not  to  assume  a group  is  ready  for  an  activity  just  because  it  is 
scheduled.  Always  keep  in  mind  the  unique  character,  needs  and  expectations  of 
each  group  and  be  flexible  enough  to  accommodate  its  particular  requirements. 

5.  Closure 

The  conclusion  of  the  program  is  as  important  to  the  group  process  as  is  the 
opening.  Be  sure  to  consider  the  personal  as  well  as  the  educational  needs  of  the 
group: 

Personal  Needs; 

• Give  participants  an  opportunity  to  discuss  how  they  feel  about  the 
program  ending. 

• Suggest  ways  in  which  they  can  maintain  contact  with  each  other  through 
a "support  network."  (Offer  to  distribute  a listing  of  participants, 
addresses,  and  telephone  numbers.) 

• Discuss  how  the  program  has  changed  their  attitudes  or  expectations 
about  their  jobs.  (More  optimistic,  more  confident?) 

• Provide  participants  with  tangible  recognition  of  their  contribution  to  the 
group/program.  (Certificate) 

• Offer  participants  positive  feedback  on  their  participation;  encourage 
them  to  continue  advancing  their  education. 

• Ask  participants  how  they  felt  about  the  teaching  methods  and  the  tone  of 
the  program.  (Too  slow,  too  unstructured,  not  enough  practical 
application,  etc.) 
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Educational  Needs 

• Have  participants  fill  out  an  evaluation  form  measuring  how  much  the 
content  and  presentation  helped  them  fulfill  their  learning  needs. 

• Summarize  the  highlights  of  the  program. 

• Integrate  the  major  points/subjects  of  the  program  into  the  daily 
lives/jobs  of  the  participants.  Illustrate  how  the  knowledge/skills/ 
awareness  gained  will  help  make  participants'  jobs  more  enjoyable. 

Finally,  let  the  participants  know  the  program  is  over.  Don't  just  fade  out. 
Thank  them  for  their  participation,  tell  them  what  you  have  learned  and  how  much 
you  have  enjoyed  the  experience;  then  say  goodbye. 
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SUMMARY 

As  a trainer,  it  is  essential  that  you  develop  a sensitivity  to  the  unique 
personality  of  each  group  you  lead.  Your  ability  to  recognize  and  interpret  the 
complex  process  of  group  development  will  be  a vital  part  of  your  role  and  will  be  a 
crucial  factor  in  program  implementation. 

Once  you  have  "tuned  in"  to  the  natural  phases  of  each  group's  evolution,  you 
will  be  able  to  provide  the  guidance  needed  to  keep  the  program  on  course. 

This  chapter  has  provided  some  practical  suggestions  for  facilitating  the  group 
process  and  guiding  participants  smoothly  through  each  phase. 
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Chapter  6;  MANAGING  PROBLEM  SITUATIONS 

Even  experienced  trainers  encounter  difficulties.  Many  of  these  problems  can 
be  traced  to  a common  denominator;  the  participant  who  resists  — knowingly  or 
unknowingly  — what  the  rest  of  the  group  is  trying  to  accomplish. 

Communicating  honestly  and  directly  is  not  easy.  Accepting  new  ideas  is  no 
simple  matter,  either.  When  we  feel  unsure  of  ourselves,  we  may  defend  ourselves 
by  "playing  games."  To  help  you  identify  the  use  of  these  ploys,  we  have  classified 
manipulative  behavior  in  terms  of  games: 

1.  Monopoly;  People  who  play  "Monopoly"  believe  they  must  be  the  center  of 
attention.  They  become  concerned  whenever  they  are  not  the  focus  of  discussion. 
These  people  have  a number  of  purposes  for  monopolizing  a group.  Aside  from 
enjoying  the  attention  of  other  members,  they  develop  strategies  for  controlling  and 
contesting  the  position  of  the  leader. 

To  lessen  the  influence  of  a monopolizer,  you  might  say  "I'm  getting  concerned 
that  time  is  going  fast  and  we  need  to  move  on  to  other  things.  If  there's  time  later, 
we  can  come  back  to  this."  Then  move  on. 

If  the  monopolizing  individual  is  not  influenced  by  feedback  from  the  group, 
meet  with  the  person  after  the  meeting  to  deal  directly  with  the  issue.  At  that 
time,  send  an  "I-message"  about  the  member's  behavior.  "When  you  keep  us  busy 
with  you,  I can't  help  group  members  get  involved  with  the  material  and  with  each 
other." 

If  the  member  continues  trying  to  monopolize  the  group,  ask  him  or  her  to  drop 
out  of  the  program. 

2.  Prove  It;  People  who  play  this  game  challenge  the  trainer,  other  members,  the 
material,  and  anything  else  which  to  them  symbolizes  authority.  They  challenge  in 
order  to  reveal  the  fallibility  of  the  resources,  to  set  themselves  up  as  particularly 
intelligent,  or  to  assume  the  leadership  role. 

A trainer  needs  to  identify  the  purpose  of  this  behavior  and  the  beliefs  that 
motivate  it.  If  a member  who  plays  this  game  is  challenging  mainly  to  be  the  center 
of  discussion  (if  the  person  believes  "I  count  only  if  other  people  are  involved  with 
me"),  you  need  to  find  a way  to  encourage  the  person  by  recognizing  assets  and 
contrioutions.  However,  if  the  member  is  concerned  with  power  and  gaining  a role 
of  authority,  you  may  need  group  assistance  to  redirect  the  person.  Try  asking  the 
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group  "vVhat  seems  to  be  happening  in  the  group  now?"  or,  "How  do  you  feel  about 
what  Joan  is  saying?"  This  will  usually  bring  about  a solution.  If  members  offer 
feedback  to  the  challenger  and  you  move  on  to  the  next  phase  of  the  program,  the 
problein  is  usually  solved. 

If  the  person  does  not  understand  the  confrontation  of  other  members,  review 
the  Game  Rules  and  clarify  the  responsibilities  of  the  participants.  You  might  say, 
"These  ideas  are  for  all  of  us  to  consider  and  to  make  your  own  decisions  on  whether 
or  not  to  accept  them."  In  whatever  course  you  choose,  be  sure  to  avoid  a struggle 
for  power. 

3.  Yakkity-Yak;  Group  members  who  talk  incessantly  may  do  so  for  recognition  or 
because  they  believe  their  problems  are  more  important  than  those  of  other  group 
members.  You  can  sometimes  redirect  chatterboxes  by  recognizing  their 
enthusiasm  and  privately  asking  them  to  encourage  more  reserved  members  of  the 
group  to  become  involved  in  the  discussion. 

People  whose  talk  in  the  group  focuses  only  on  themselves  may  be  redirected 
with  the  question,  "How  does  what  you're  saying  relate  to  the  concerns  expressed  by 
other  group  members"  or  "Could  we  go  on  and  come  back  to  this  later  if  there's 
time?" 

4.  Try  to  Make  Me;  Group  members  who  play  this  game  have  only  a partial 
commitment  to  the  program.  Their  motivation  is  superficial  — they  want  something 
to  give  them  magical  control  over  their  clients.  When  the  trainer  points  out  that 
they  must  be  responsible  for  their  own  results,  they  show  resistance. 

To  a resister,  you  can  say,  "We  cannot  tell  you  what  to  do;  you  must  decide 
what  is  best  for  yourself.  Our  purpose  is  to  study  the  ideas  set  forth  in  this 
program,  so  we  need  to  continue."  Taking  this  stance,  you  imply  that  the  resister  is 
entitled  to  his  beliefs,  but  not  entitled  to  disrupt  the  purpose  of  the  group. 

If  resisters  can  come  to  see  that  their  personal  opinions  are  not  being 
threatened  from  the  outside,  they  may  eventually  become  more  cooperative.  In  any 
event,  by  remaining  objective  you  have  demonstrated  a way  to  deal  with  the 
invitation  to  a power  struggle. 
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5.  Have  You  Considered?;  Intellectualizers  are  similar  to  those  who  play  "Try  to 
Make  Me."  They  resist  with  ideas  rather  than  with  emotions.  When  the  group  is 
moving  along,  they  enjoy  interrupting  its  progress  by  bringing  in  a different  point  of 
view  --  often  seemingly  unimportant. 

You  can  indicate  that  the  person  may  have  a point,  but  that  the  group  is 
organized  to  consider  and  discuss  the  opinions  and  ideas  presented  in  the  program. 
Clarify  that  the  trainer's  task  is  to  help  the  group  focus  on  what  the  program  has  to 
offer. 

6.  It's  Only  Normal;  One  of  the  most  common  deterrents  to  group  progress  is  the 
acceptance  of  all  kinds  of  misbehavior  and  ineffective  relationships  as  normal  for 
client-provider  relationships. 

If  a participant  contributes  very  many  gloomy  pronouncements  ("That's  how 
clients  are  . . ."),  you  must  block  the  attempts  to  reduce  the  group  to  futility. 
Confront  their  beliefs  by  stating,  "You  may  feel  it's  impossible  to  help  your  clients, 
but  that  has  not  been  the  experience  of  others.  We  are  here  because  we  believe  we 
can  help  change  and  improve  our  clients'  lives."  Do  not  argue. 

7.  What  Do  You  Do  When?*.  The  group  will  be  likely  to  have  a "catastrophizer," 
one  who  enjoys  narrating  details  of  calamities.  This  person  tends  to  present  very 
difficult  problems  and  then  resist  suggestions  for  solutions  by  pointing  out,  "But 
what  if  . . . ?"  The  member  who  plays  "What  do  you  do  when  . . . ?"  usually  has  not 
experienced  the  object  of  concern  firsthand. 

The  trainer  can  ask,  "Are  you  aware  that  when  you  say,  'What  if  . . .?'  it  seems 
to  me  you  are  looking  for  reasons  not  to  change  what  you  are  presently  doing?" 

The  trainer  can  also  turn  the  resister's  question  around  by  asking,  "When  the 
client  did  that,  how  did  you  respond?"  Such  redirection  enables  the  group  to  look 
again  at  the  purpose  or  consequence  of  the  behavior.  Continue  by  asking,  "What 
principle  did  you  overlook?"  "Which  principle  could  apply?"  Do  not  permit  the 
individuals  to  continue  generalizing  and  intellectualizing.  Require  them  to  be 
specific. 

Alternately  the  trainer  can  respond,  "Of  course,  anything  can  happen;  but  let's 
work  from  our  own  concrete  experiences." 
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8.  Yes,  But  . . Members  who  play  this  game  are  communicating  to  the  rest  of 
the  group  that  they  have  no  intention  of  accepting  new  ideas  or  making 
commitments.  By  saying,  "Yes,  but  . . or  words  to  that  effect,  they  intend  only  to 
impress  the  group  with  their  good  intentions.  They  dare  not  risk  stating  yes  or  no. 

The  leader  can  confront  vague  or  vacillating  members  with  encouragement: 
"vVhen  you  say,  'Yes,  but  . . .'  it  sounds  as  if  you  are  talking  about  something  you 
really  don't  want  to  do.  That's  all  right.  It's  not  the  purpose  of  this  program  to 
pressure  you  to  do  anything  you  don't  want  to  do." 

Or,  refer  the  problem  to  the  group:  "What  is  George  really  saying?"  If  the 
group  does  not  understand  the  meaning  of  George's  message,  express  your  own 
impressions. 
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SUMMARY 

The  preceding  games  occur  because  people  are  being  asked  to  change  before 
they  have  new  skills  and  attitudes  to  replace  the  games.  Through  respect  and 
patience  you  can  help  participants  learn  more  honest  ways  to  express  themselves  in 
the  group  as  well  as  with  their  clients. 

The  best  way  to  deal  with  any  of  these  games  is  to  prepare  yourself  before  a 
problem  situation  arises.  Rehearse  your  responses  before  the  group  meets  so  you 
won't  be  caught  off-guard. 

Remember,  it  is  your  responsibility  as  trainer  to  protect  participants  from 
embarrassing  or  disruptive  scenes.  Don't  allow  the  "game  players"  to  spoil  the 
training  experience  for  those  serious  participants  who  have  come  to  learn. 
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CtiECKUSrS  AND  SAMPLE  FORMS 
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The  following  sample  checklists,  forms,  and  guidelines  have  been  included  to 
assist  you  in  preparing  for  and  conducting  an  adult  education  workshop. 

Keep  in  mind  that  these  are  just  samples  of  materials  which  other  trainers  have 
used.  You  will,  of  course,  need  to  use  your  own  judgment  in  adapting  any  of  these 
materials  to  workshops  you  will  be  leading. 

SAMPLES 


(A)  INFORMATIONAL  BROCHURE  — advance  notice  usually  sent  to  supervisors  of 
potential  applicants  highlighting  purpose  and  objectives  of  workshop,  target 
group,  and  credentials  of  organization/staff  conducting  workshop. 

(3)  WORKSHOP  BULLETIN  — posted  in  offices  of  potential  participants  to 
announce  workshop  and  promote  registration. 

(C)  REGISTRATION  FORM  — usually  accompanies  brochure  or  bulletin;  required 
for  enrollment  in  workshop. 

(O)  CONFIRMATION  NOTICE  — sent  to  registrants  to  notify  them  of  acceptance  in 
workshop. 

(E)  PARTICIPANT  QUESTIONNAIRE  --  sent  to  registrants  with  their  Confirmation 
Notice  to  obtain  information  needed  by  trainer  to  "tailor"  the  program  to 
participants'  current  knowledge,  experience  and  learning  needs. 

(F)  GAME  RULES  --  sent  to  registrants  with  their  Confirmation  Noticy  to  clarify 
their  roles  and  responsibilities  prior  to  joining  the  workshop  group;  offers 
additional  detailed  practical  information  to  help  participants  plan  their  routine 
for  the  duration  of  the  workshop. 

(G)  MEETING  CHECKLIST  — used  by  workshop  coordinator  responsible  for  site 
selection,  physical  set-up  and  audio-visual  requirements. 

(H)  ON-SITE  STAFF  CHECKLIST  — offers  trainer/staff  detailed  daily  schedule  and 
reminders  for  special  logistical  arrangements,  announcements,  etc. 
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(I)  WORKSHOP  AGENDA  --  distributed  to  participants  at  first  session  to  provide 
content  overview  of  the  workshop. 

(J)  CARE  dc  FEEDING  OF  GUEST  SPEAKERS  --  important  guidelines  for 
trainer/coordinator  responsible  for  inviting  and  hosting  guest  speakers. 

(K)  TRAINER  BIOGRAPHY  --  distributed  to  participants  to  provide  summary  of 
relevant  information  regarding  trainer's/guest  speaker's  qualifications  and 
experience. 

(L)  PRE-  AND  POST-TESTS  — administered  at  beginning  and  end  of 
session/workshop  to  measure  participants'  current  knowledge  about  the  subject 
are. 

(M)  TRAINER  EVALUATION  — completed  by  workshop  participants  at  conclusion 
of  workshop  to  provide  feedback  on  trainer's  presentation  skills. 

(N)  FINAL  EVALUATION  --  completed  by  participants  at  conclusion  of  workshop  to 
provide  trainer  and  workshop  coordinator  feedback  on  overall  workshop 
presentation  and  set-up. 

(O)  CERTIFICATE  OF  ACHIEVEMENT  --  presented  to  participants  upon  completion 
of  all  workshop  requirements  to  acknowledge  and  reward  their  participation. 
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Community  Health  Agencies 

Visiting  Nurse  Associations  Project  Coordinator 

Homemaker/Home  Health  Agencies  Training  Coordinators  (2) 

Private  Consultants 
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PROGRAM: 


TRAINER: 


j 

/HEN  & WHERE: 


i 

j 

COST : 


EGISTRATION : 


CONFIRMATION: 

FURTHER 
INFORMATION : 


STATEWIDE  WORKSHOPS  (SAMPLE  B) 

FOR 

RESPITE  CARE  TRAINERS 
Sponsored  By 

United  Community  Planning  Corporation 
Wrentham  Research  Foundation 
Massachusetts  Developmental  Disabilities  Council 


Three  day  workshops  to  instruct  respite  care  trainers  and 
homemakers /home  health  aides  in  the  development  of  effective 
and  efficient  training  programs.  Participants  will  receive 
a newly  developed  curriculum,  handouts,  and  materials  for 
training  care  givers. 


Dafna  Krouk-Gordon  will  be  the  principal  trainer.  She  is 
the  Executive  Director  of  Toward  Independent  Living  and 
Learning,  Inc. (TILL).  Ms.  Krouk-Gordon  has  conducted  a 
number  of  other  training  programs  in  this  field  throughout 
Massachusetts . 

Participants  select  the  series  at  the  one  location  most  con- 
venient for  them: 

WEST 


Fri.  May  15 
Thurs.  May  21 
Fri.  May  29 

Univ.  of  Mass. 
Amherst,  MA 
10a.m. -4p.m. 


NORTH  & EAST 


SOUTH 


Wed . June  3 
Wed.  June  10 
Mon.  June  15 

Holiday  Inn 
Somerville,  MA 
10a.m.  -4p.m. 


Fri.  June  5 
Fri.  June  12 
Fri.  June  19 

Sheraton  Mansfield  Inn 
Mansfield,  MA 
10a.m. -4p.m. 


$15.00  registration  fee  for  three  day  workshop.  This  includes 
curriculum  materials,  coffee  and  lunches.  A grant  through 
the  Massachusetts  Developmental  Disabilities  Council  is 
providing  major  funding  for  the  workshops. 

Complete  the  enclosed  registration  form  and  return  with  $15 
fee  by  April  22.  Workshops  will  consist  of  two  classes.  Each 
class  will  be  limited  to  25  participants.  In  case  of  over 
subscription,  applicants  will  be  selected  to  insure  state- 
wide representation.  The  fee  of  any  applicant  not  selected 
will  be  promptly  returned. 

Participants  will  receive  written  confirmation  and  instructions 
about  three  weeks  before  each  workshop  begins . 

If  you  have  any  questions,  please  contact  Marilyn  Lash  or  Janel 
Wong  at  UCPC  (617)  482-9090. 
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REGISTRATION  FORM  *’bWWrtWV^WbWo'oWrtWwk^ 


United  Caimjnity  Flaming  Corporation 
Wrentham  Research  Foundation 
Massachusetts  Developmental  Disabilities  Council 

present 


STATEWIDE 
WORKSHOPS 
F 0 R 


RESPITE  CARE  TRAINERS 
HOMEMAKER/HOME  HEALTH  AIDE  TRAINERS 


Name 


Title 


Agency  Name 
Address 


City 


State 


Zip 


Telephone 


Name  Preferred  for  Name  Tag 


to' 


PLEASE  CHECK  THE  TRAINING  SITE  WHICH  IS  MDST  CONVENIENT  FOR  YOU: 


WEST 


Fri.  May  15 
Ihurs.  May  21 
Fri . May  29 


□ 


tWPTH  & EAST 


Wed.  Jme  3 
Wed.  June  10 
Mon.  Jme  15 


□ 


soiriH 


Fri.  Jme  5 
Fri.  Jme  12 
Fri.  Jme  19 


□ 


Univ.  of  Mass. 
Amherst,  MA 
10  a.m.  - 4 p.m. 


Holiday  Im 
Somerville,  MA 
10  a.m.~  4 p.m. 


Sheraton  Mansfield  Im 
Mansfield,  MA 
10  a.m.  - 4 p.m. 


PLEASE  MAIL  1)  THIS  FORM  AND  2)  A CHECK  FOR  $15.00  MADE  PAYABLE  TO  U.C.P.C. 
AND  RETURN  TO: 


Marilyn  Lash 

Ihited  Ccnnunity  Flaming  Corporation 
87  Kilby  Street 
Boston,  Massachusetts  02109 


PLEASE  MAIL  BEFORE  APRIL  22,  1981.  IHANK  YOU! 
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CONFIRMATION  NOTICE 


(SAMPLE  D) 


STATEWIDE  WORKSHOPS 
for 

RESPITE  CARE  TRAINERS 
AND 

HOMEMAKER/HOME  HEALTH  AIDE  TRAINERS 

Sponsored  by  United  Community  Planning  Corporation  and  Wrentham  Research 
Foundation  under  the  sponsorship  of  the  Massachusetts  Developmental  Disabilities 
Counci  1 . 


This  is  to  confirm  that  a place  has  been  reserved  for  

of  the  Statewide  Work- 

shops  for  Respite  Care  Trainers  and  Homemaker /Home  Health  Aide  Trainers . 

We  are  requesting  that,  as  soon  as  possible,  but  before  May  18 , 1981,  you 
complete  and  return  the  enclosed  green  Information  Sheets  which  will  be 
used  by  workshop  leaders  to  adapt  the  training  to  participants'  backgrounds. 

Below  is  specific  information  concerning  the  workshops  and  other  details: 


PLACE: 


DATES : 


TIME: 


LUNCH: 
DIRECTIONS : 


HOLIDAY  INN  SOMERVILLE 
30  Washington  Street 
Somerville,  MA 


Wednesday 

Wednesday 

Monday 


June  3 Essex  & Norfolk  Room 
June  10  Essex  & Norfolk  Room 
June  15  Essex  & Norfolk  Room 


9:30-10:00 

10:00-12:30 


Registration  and  Coffee/Danish 
Training 


12:30-1:30 

1:30-4:00 


Lunch  (provided) 
Training 


The  workshop  provides  lunch  during  each  training 
workshop . 


See  attached  pink  sheet  for  directions  to  the  training 
site. 


QUESTIONS : 


If  you  have  any  additional  questions,  please  contact 
Maril3m  Lash  or  Janel  Wong  at  (617)  482-9090. 


PLEASE  BRING  THIS  NOTICE  WITH  YOU  TO  THE  FIRST  SESSION! 
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PARTICIPANT  QUESTIONNAIRE  (SAMPLE  E) 


STATEWIDE  WORKSHOPS 
for 

RESPITE  CARE  TRAINERS 
and 

HOMEMAKER/ HOME  HEALTH  AIDE  TRAINERS 

Please  complete  this  Information  Sheet  which  will  be  used  by  the  worksho 
leaders  to  better  adapt  the  training  to  partiri nants ' backgrounds  and 
experience.  Return  this  sheet  by  May  18,  1981. 

Maril3m  Lash 

United  Community  Planning  Corporation 
87  Kilby  Street 
Boston,  MA  02109 

THANK  YOU ! ! 1 


1.  Name  ^Position 

2.  Agency  DMH  Area  (if  applicable)  

3.  Address  

4.  Telephone  and  when  you  can  be  reached  

5.  About  how  long  have  you  been  working  in  your  current  position? 

years  months 

6.  Are  you  currently  involved  with  respite  care?  yes  (continue  on  y/ 

^no  (go  on  to  #8) 

7.  If  yes.  Yes  No 

a)  Are  you  a respite  provider?  

b)  Do  you  deliver  training  to  respite  providers?  

c)  Do  you  plan/administer  respite  services  but 

don't  train  providers?  

d)  Do  you  coordinate  training  and/ arrange  for  others 

to  deliver  the  training?  

e)  Other,  please  elaborate  


8.  About  how  long  have  you  been  working  in  the  field  of  developmental 
disabilities?  years  months 
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PARTICIPANT  QUESTIONNAIRE 
Page  2 


9.  Please  describe  any  experience  you  have  had  in  providing  training. 


10.  Please  describe  what  you  expect  to  get  out  of  participating  in  the 
workshops  for  trainers . 


11.  How,  and  by  whom,  were  you  selected  to  participate  in  the  Workshops 
for  trainers? 


12.  As  described  in  the  registration  materials,  each  participant  must 
attend  all  three  workshops.  Is  there  any  reason  why  you  cannot? 

. If  yes,  please  explain  


13.  About  how  many  respite  providers  are  currently  available  to  you? 

14.  Do  you  have  any  other  comments  which  might  help  us  to  provide  this 
training? 


THANK  YOU! 

Please  return  by  May  18,  1981. 
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(SAMPLE  F) 


'*GAiv1E  RULES” 
and 

PRACTICAL  CONSIDERATIONS 


This  training  program  will  be  a group  effort.  To  ensure  that  each  participant 
derives  the  greatest  possible  benefit,  we've  established  a few  simple  Game  Rules. 
Each  person  joining  the  group  will  be  expected  to  "play  by  the  rules." 

We  have  also  included  some  practical  suggestions  we  hope  will  put  you  at  ease 
and  help  simplify  your  plans. 


GAME  RULES 

1.  Participation;  If  this  is  your  first  "adult  education"  experience,  you  may  be 
pleased  or  perplexed  by  how  things  have  changed  since  your  schooldays.  No  one 
is  going  to  stand  over  you  telling  you  the  "right"  or  "wrong"  way  to  think  or  act. 

We  assume  that  you  join  us  willingly  because  you  want  to  learn.  We'll 
make  every  effort  to  provide  you  with  the  necessary  learning  tools,  and  we  will 
offer  all  the  encouragement  you  need,  but  you'll  have  to  do  the  work. 

You  should  arrive  each  day  ready  to  pick  the  brains  of  the  trainer,  guest 
speakers,  and  your  fellow  group  members.  Also,  be  generous  in  sharing  your 
own  thoughts  and  experiences. 

If  you  do  your  homework,  participate  actively  and  cooperatively,  and 
contribute  to  a friendly  and  casual  learning  environment,  the  rewards  should  far 
exceed  your  expectations. 

We  make  no  promises  and  we  offer  no  "answers";  we  explore  options  and 
provide  opportunities. 

2.  Attendance;  The  first  session  will  begin  promptly  at  9;00  a.m.,  on  Monday, 
October  13.  Plan  to  arrive  at  least  15  minutes  early  so  you  can  familiarize 
yourself  with  the  workshop  facilities;  phones,  restrooms,  etc. 

Every  member  of  the  group  is  expected  to  be  settled  in  and  ready  to  work 
at  the  times  posted  on  the  daily  program  agenda  (see  attached). 

You  will  be  expected  to  attend  every  session  and  remain  until  the  group  is 
adjourned. 
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Game  Rules  - 2 


Attendance  sheets  will  be  circulated  daily. 

If  you  are  delayed  or  unable  to  attend  any  session  due  to  illness  or  an 
emergency,  be  sure  to  notify  your  supervisor  as  soon  as  possible. 

In  order  to  receive  credit  for  the  work  missed,  you  must  make  special 
arrangements  with  your  trainer  as  soon  as  you  return  to  the  group. 

3.  Preparation/Homework;  Be  prepared  to  spend  some  time  each  evening  on 
reading  assignments  or  special  exercises.  All  homework  assignments  must  be 
completed  on  time  unless  special  arrangements  have  been  made  with  the  trainer. 

PRACTICAL  CONSIDERATIONS 


1.  \A/orkshop  Schedule 

Monday,  October  15  - Friday,  October  19 
9:00  a.m.  - 5:00  p.m. 

Saturday,  October  20 

9:00  a.m.  - 1:00  p.m. 

2.  Workshop  Location 

Lexington  Conference  Center 
1900  Old  Colony  Road 
Lexington,  MA 

(Wellington  Room  - 2nd  floor) 

(Map  attached) 

Phone:  (617)  555-1267 

3.  Public  Transportation 

Accessible  by  MBTA  bus  - "Lexington  Ctr."  Check  with  MBTA 
information  for  schedule  and  route  listings. 

4.  Parking 

Ample  free  parking  will  be  available  at  the  Center. 
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Game  rlules  - 3 


5.  Coffee  Breaks/Luncheons 

Coffee/cold  beverages  will  be  available  throughout  the  workshop.  Breaks 
are  scheduled  each  day  from  10:00  - 10:15  a.m.  and  2:30  - 2:45  p.m. 

Lunch  will  be  served  each  day  from  12  Noon  - 1:00  p.m.  The  menu  will  be 
selected  in  advance  by  the  staff.  If  you  have  any  special  dietary  requirements 
(vegetarian,  low-cholesterol),  special  meals  can  be  provided  only  with  24-hours 
advance  notice  to  the  program  coordinator/trainer. 

6.  Smoking 

Smoking  will  be  permitted  throughout  the  workshops  unless  one  or  more 
participants  objects  for  nealth  reasons.  In  this  case,  smoking  will  only  be 
permitted  in  designated  areas  before  and  after  sessions,  during  coffee  and  lunch 
breaks. 

7.  Child  Care 

No  personnel  or  facilities  will  be  available  at  the  Center  for  child  care. 
Please  make  any  necessary  arrangements  well  in  advance. 

8.  Compensation/Certificates/Credit 

All  individuals  attending  and  completing  the  full  program  will  receive  four 
CEU's  (Continuing  Education  Units)  from  Boston  University. 

A Certificate  of  Achievement  from  United  Community  Planning 
Corporation  will  be  awarded  on  the  last  day  of  the  program. 

No  payment  or  special  compensation  will  be  inade  for  participation. 

9.  What  to  vVear 

Participants  are  encouraged  to  wear  loose-fitting  and  comfortable 
clothes.  Since  some  program  segments  will  involve  physical  activity,  slacks  are 
recommended. 

10.  What  to  Bring 

All  study  materials  will  be  provided  to  participants  on  the  first  day.  They 
should  be  orought  to  each  successive  session.  Participants  should  bring 
notepads,  and  pencils/pens  for  notertaking. 
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Game  Rules  - 4 
11.  Cancellations 

If  the  trainer  is  unable  to  be  present  or  if  weather  conditions  prevent  safe 
travel,  participants  will  be  notified  by  phone  by  the  trainer  or  by  an  authorized 
representative  as  early  as  possible. 

Participants  will  not  be  expected  to  wait  longer  than  30  minutes  after  the 
scheduled  start  time  if  the  trainer  is  delayed  without  notice. 

If  you  have  any  problems  or  questions  prior  to  or  during  the  program,  call: 


Trainer 
(Home  Phone) 
(office  Phone) 


70 


(SAMPLE  G) 

MEETING  CHECKLIST 


Name  of  Meeting 

Meeting  Site  Contact 

Date 

Phone 

Time 

Organ i zer 

Locat ion 

Budget 

SITE  REQUIREMENTS 

REGISTRATION 

C i ty/Suburb 

^Space  Rental 

Well  located 

Parking  & Transportation 

Di rect ions 

Sufficient  Meeting  Rooms 
Reception  Area 

^C 1 ean  1 iness 

Secur i ty 

^Heating/Air  Conditioning 

^Rest  Rooms/Coat  Check 

Sufficient  Exhibit  Space 
Manpower  Available/Cost 

Equipment  available  on-site/Cost 

Audio-Visual  Equipment  Suitability 
Availability  of  rooms  for  set-up/ 
testing/rehearsing  equipment 

Description  of  Requirements 

Manpower 

^Sufficient  Space 

Light ing 

^Seat  i ng/Furnishings 

^S  i gns 

^Log 

Displays/Bulletin  Boards 
Hand-out  Materials 
Program 

^Cash  Drawers/Safe 

Bank  to  open  with 
Time  Schedule 

Registering  Latecomers 

Message  Delivery 

Typewr i ter 
Phone 

Identification  of  Participants 

ATTENDANCE 

MISCELLANEOUS  ITEMS 

Number  Expected 
Categories  of  Attendees 
VIPs/Special  Guests 
Invitations 

^Tickets/Type  of  Tickets 

^Pre-pa id/Payabl e at  door 

1 dent i f i cat  ion 
Arrival  Times 

Ashtrays 

^Staplers 

^Sc  i ssors 

Stick  Pins 
Scotch  Tape 
Masking  Tape 
Tool  s 

^Penc  i 1 s/Pens 

G1  ue 
Pads 

Typing  Paper 
Lables 
String/Wi re 

AUDIO-VISUAL  EQUIPMENT 
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^Budget 

^Podium  with  light/microphone 

Podium  staging 

^Presentation  Table 

^Spot  1 i ghts 

^Number  of  microphones/type 

Equipment  Renta  1 /de 1 i very  & 

p i ck-up 

^Equipment  Available 

^Number  of  projectors/type 

^Video  Equipment  and  Stand 

^Screen 

^Projection  Booth/Platform 

^Clear  path  for  projection/height 

& width 

Requirements  for  full  visibility 

Audio-Visual  Material  Legibility 

^Projection  distance/lenses 

^Extra  bulbs/back-up  equipment 

^Sma  1 1 read  i ng  1 ight 

^Extension  Cords/Adapters 

^Pointer 

^Room  Lights/On-Off  or  dimmers 

Window  Drapes/Bl inds 

Entrances  available  in  dark 

Tape  deck/type 

Music/Length  and  Type 

^Speakers 

^House  sound  system 

^Outlets  Aval  lable 

^Sufficient  Power 

^Outlets  live  when  lights  off 

^Easels,  blackboards,  flipcharts 

with  markers/chalk 

VENDORS-EQUIPMENT  RENTAL 


Cued  Scripts/Instructions 
A-V  Materials  arranged  in  order 
Available  Manpower 
Secur i ty 

On-Site  Technicians/Instructions 


ON-SITE  AUDIO-VISUAL  CHECK 
Acoust i cs 

^Room  sufficiently  darkened 

All  cords  taped  down 

All  staging/steps  secured 

All  entrances/exits  clear 

^Sound  Test/microphones  & tapes 

^Dead  Spots 

^Speaker  hum/distortion 

Microphone  stands  secure 

^Sufficient  cables 

Projection  Test 

All  slides/film  register 

All  equipment  tested 

All  systems  at  start 

Spotl i ght  test 

Technicians  rehearsed 

^Lighting  rehearsal 

^Speakers  rehearsed  with  microphone 

Full  program  rehearsal 


PRICE 


ON-SITE  EQUIPMENT  RENTAL/LOAN 


UWMB  EQUIPMENT 
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MEETING  ROOMS 
^Budget 

^Number  of  Rooms  Needed 

Intended  Use  for  each 

Approximate  Size/Shape 

^Number  of  attendees 

^Manpower 

Expected  Activities 

Type  of  Entrance/Exit 

^General  Decor 

^Seating/Table  Requirements 

^Space  Requirements:  Registration 

^Coffe  Service,  Podium,  Stage,  Etc. 

Table  for  water  pitcher  S extra 

glass 

^Time  rooms  aval  lable/Early  set-up 

Floor  diagram 

Decorat  ions 

S i gns 

Speaker  Requirements 

^Speaker  Identification 

Lights/Curtains 

Audio-Vi sual  Requi rements/Set-up/ 

T ransportat ion 

Room  Suitable  for  A-V  Requirements 

^Out  1 ets 

Room  Check-Before  and  after  Meeting 

Delivery  S Pick-up  Transportation 

^Clean-up 

^Mon  i tor 

^Security 


MISCELLANEOUS  MEETING  REQUIREMENTS 

^Program/Correct  Designations  ) 

Program  Objectives  i 

Theme  } 

^Meeting  Activities  Outl  ine/Explai; 

^Commi  ttee/Vol  unteers/Staf f Respcii^ 

b i 1 i t ies  I 

Di stri but  ion  Li st 

Detailed  Time  Schedule  ' ^ 

^P re -Meeting  Review 

^Meeting  Location  Contacts  , 

^Correspondence/Contract  File 

^Coordinators  and  Respons  i bi  1 i t ie 

^On-site  Presence  to  Make  Decisioi; 

Evaluation  Procedures  / , 


11 


I 


REMARKS 
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(SAMPLE  H) 


ON-SITE  STAFF  CHECKLIST 


ivlorninq  (8:00  - 9:00) 

1.  Put  up  signs  (one  in  lobby,  two  on  9th  floor), 

2.  Check  that  furniture  is  arranged  in  horseshoe  shape. 

3.  Check  that  equipment  has  arrived  and  that  it  works. 

4.  Set  up  registration  table  and  materials.  Put  nametags  in  alphabetical  order  for 
people  to  take  themselves. 

5.  Set  up  display  table  with  informational  materials  about  organization,  workshop 
and  other  announcements. 

6.  Unpack  materials  and  put  on  a table  for  easy  use  by  staff. 

7.  Put  tape  recorder  in  place  and  assign  someone  to  change  tapes  when  necessary. 

8.  STAFF:  Put  on  plastic  nametags. 

9.  See  that  WATER  PITCHERS  and  glasses  are  in  the  room. 

10.  See  if  smoking  and  non-smoking  sections  are  needed. 

Registration  & Coffee/Danish  (9:30  - 10:00) 

1.  Coffee  and  danish  should  arrive  at  9:15  - 9:30.  Will  be  put  in  room.  See  that 
this  area  is  kept  clean. 

2.  Specific  staff  will  check  off  names  on  registration  list;  give  registration  packet, 
and  have  participants  take  name  tags.  Other  staff  should  greet  participants  and 
answer  questions. 

3.  Make  sure  that  training  starts  promptly  at  10:00. 

Training  (10:00  - 12:00) 

1.  Someone  should  be  identified  to  make  sure  cassette  tapes  are  changed. 

2.  Staff  will  hand  out  and  collect  materials  when  indicated  by  trainer.  These 
include: 

o pretest 

o individual  session  evaluations 

o post-test 

o evaluation  of  whole  day 


On-S I te  Check! ! st  --  2 
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LOOK  AT  THESE  BEFOr^E  THE  TRAINING  TO  BECOME  FAMILIARIZED  WITH  THEM 


3.  A Staff  person  should  always  stay  in  the  session  to  evaluate  how  the  training  is 
going. 

Lunch  (12;30  - 1:30) 

Tell  participants  that  we  are  having  a "working  lunch"  during  the  first  session 

because  all  other  rooms  are  booked.  During  the  next  two  workshops,  the  lunches 

will  be  fancier  — deli  buffet  and  quiche. 

First  lunch  will  be: 

assorted  sandwiches 

tossed  salad 

chips 

brownies 

tea,  soda  coffee 

Food  was  ordered  for people,  but  the  can  serve  5%  more. 

The  food  service  person  is  ROBERTA  JONES  AT  533-1896. 

MAKE  SURE  TRAINING  STARTS  AGAIN  AT  1:30  P.M. 

AFTERNOON  TRAINING  (1:30  - 4:00) 

1.  Continue  taping. 

2.  Keep  handing  out  evaluation  of  individual  training  components. 

3.  Pass  out  final  evaluation  of  whole  day. 

4.  (Vlake  sure  training  ends  at  4 p.m. 

5.  Remind  participants  that  the  next  session  is  THURSDAY,  MAY  21  on  the  8th 
FLOOR,  ROOM  803. 
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(SAMPLE  I) 


WRENTHAM  RESEARCH  FOUNDATION 
MASSACHUSETTS  DEVELOPMENTAL  DISABILITIES  COUNCIL 
STATE  \VIDE  RESPITE  CARE  PROJECT 
TRAINING  OF  TRAINERS 

AGENDA 

Registration  and  coffee  will  take  place  at  each  of  the  three  sessions  between  9:30  - 
10:00  a.m.  Lunch  will  be  provided  and  served  between  12:30  - 1:30  p.m.  The 
sessions  will  end  at  4:00  p.m. 

SESSION  I 

A.  Getting  acquainted 

B.  Adult  Education 

• methods 

• styles 

• needs  and  characteristics  of  adult  learners 

C.  Pre-Test 

D.  Reviews  of  Respite  Provider  Training 

• curriculum 

• content 

• materials  and  handouts 

E.  Developing  Objectives  and  Teaching  Plans  Through  Group  Practice  and  Exercises 

F.  Overview  of  Respite  and  Home  Health  Aide  Curriculum  (Session  I) 

G.  Highlighting  Historical  Attitudes 

H.  Review  "Use  of  Self"  segments 

I.  Post-Test 

J.  Evaluation  of  the  day's  training. 

SESSION  II 

A.  Role  of  the  trainer 

B.  Method  of  service  delivery  of  Massachusetts 

• Organizing  appropriate  information  for  trainers 


Pre-Test 
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Agenda  — 2 

D.  Respite  Providers  and  Home  Health  Aide  Overview  of  Training  Curriculum  for 
Sessions  II  and  III 

• Handouts  and  resources 

• Highlighting: 

Individual  Service  Plans 
Behavior  Management 
Developmental  Milestones 

E.  Use  of  evaluation  tools  in  training 

F.  Post-Test 

G.  Evaluation  of  the  day's  training. 

SESSION  III 

A.  Pre-Test 

B.  Respite  Providers  and  Home  Health  Aide  Overivew  of  Training  Curriculum  for 
Session  IV. 

• Handouts  and  resources 

• Highlighting: 

legal  issues 
restraining 

leisure  and  recrational  activities 
medical  information  and  records 
adaptive  equipment 

C.  Classroom  teaching 

• observatons 

• evaluations 

D.  Review  of  resource  materials  and  resource  information  sharing  among 
participants. 

E.  Post  Test 

F.  Evaluation  of  training  sessions. 
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(SAMPLE  J) 


THE  CARE  AND  FEEDING  OF  GUEST  SPEAKERS 


IN  ADVANCE: 

Although  the  initial  contact  may  be  verbal,  be  sure  to  follow  up  in  writing. 

Include  the  following: 

• Subject  of  presentation 

• Day,  date,  time  of  presentation  - ask  the  speaker  to  arrive  at  least  15  minutes 
early 

• Length  of  presentation 

• Location  (include  map  if  necessary) 

• Compensation:  specify  whether  or  not  the  speaker  will  be  paid  a fee,  or 

honorarium  or  other  compensation.  Be  sure  to  specify  the  terms  and  amount  of 
compensation  and  include  any  required  forms. 

• Background  information: 

nature  and  purpose  of  program 
professional  level  and  characteristics  of  group 

• Context  of  presentation: 

how  does  subject  fit  into  overall  program? 
how  well  advanced  is  the  group  in  topic  area? 
what  key  points  should  be  addressed? 

• Audio-visual  requirements 

what  special  equipment  will  the  speaker  need  (slide  projector,  overhead 
projector,  flipchart,  pointer,  etc)? 

will  speaker  bring  own  equipment  or  should  you  arrange  for  it? 

• Handouts 

will  the  speaker  bring  copies  (how  many  are  needed)  or  should  you  arrange 
for  duplication? 

• Will  the  speaker  be  joining  the  group  for  lunch?  Invite  him  if  appropriate.  (Be 
sure  to  increase  lunch  count.) 

• Ask  the  speaker  for  his  resume  or  a brief  biographical  description  so  you  can 
prepare  an  introduction. 

• Ask  how  the  speaker  would  like  to  handle  questions  — during  or  after  the 
presentation? 

• Confirm  all  arrangements  personally  with  the  speaker  at  least  one  week  prior  to 
the  presentation. 
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Care  and  Feeding  of  Quest  Speakers  -2 
DAY  OF  PRESENTATION: 

• Check  to  make  sure  any  audio-visual  equipment  is  connected  and  working 

properly  — test  microphone,  lights,  etc.  Bring  extension  cord,  adapter,  and 

extra  light  bulb  for  projector. 

• Be  sure  you  are  available  to  greet  and  welcome  the  speaker  when  he  arrives. 

• Present  a brief  introduction  to  the  subject  (as  it  relates  to  the  program), 

explain  how  questions  will  be  handled.  Introduce  the  speaker,  giving  his  present 
title,  job  and  any  other  relevant  qualifications. 

• When  the  presentation  is  over,  help  stimulate  discussion. 

• Thank  the  speaker. 

FOLLOW-UP; 

Write  a persnal  letter  thanking  the  speaker  and  include  payment  if  possible  and 
appropriate. 
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(SAMPLE  K) 


A \A/ORD  ABOUT  THE  TRAINER 

Mary  Smith  is  Training  Director  of  Action  for  Independence,  a private, 
non-profit  agency  which  provides  community-based  services  to  individuals  with 
developmental  disabilities.  Over  the  past  16  years  she  has  worked  extensively  with 
both  the  public  and  private  sectors  in  the  development  and  implementation  of  human 
service  training  programs  in  Massachusetts. 

Ms.  Smith  worked  for  the  Department  of  Mental  Health  for  seven  years, 
providing  training  and  clinical  services  to  families  and  clients  with  mental 
retardation. 

Prior  to  establishing  AFI,  Ms.  Smith  worked  with  a private  agency  in  planning 
and  implementing  a deinstitutionalization  project  which  served  45  clients  through 
Specialized  Foster  Care,  respite  services,  staffed  apartments  and  community 
residential  settings.  A region-wide  resource  team  was  simultaneously  developed 
which  offered  staff  training  programs  as  well  as  direct  clinical  services  to  clients. 
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(SAMPLE  L) 


PRE  AiMO  POST  TEST  QUlS TIJiMS 
SESSION  I - RESPITE  CJRRICULUivI 

1.  Respite  care  as  defined  in  the  Massachusetts  Department  of  Mental  Health 

Chapter  400  Respite  Care  Program  Regulations  limits  respite  care  to 

days  unless  otherwise  extended. 

2.  Historically  there  are  several  role  perceptions  associated  with  mental 
retardation,  each  having  implications  for  service  delivery  models.  Name  two 
such  role  perceptions  and  their  service  models. 


3.  Normalization  is  defined  as  (circle  the  appropriate  letter). 

a.  Treating  a retarded  person  just  like  any  non-retarded  person 

b.  Letting  a retarded  person  make  his/her  own  decisions 

c.  Using  means  which  are  as  culturally  normative  as  possible  in  order  to 
establish  and/or  maintain  behaviors  and  characteristics  which  are  as 
culturally  normative  as  possible. 

d.  Using  treatment  methods  which  are  not  abnormal  such  that  those  methods 
and  materials  are  age-appropriate  with  respect  to  difficulty  and  content. 

e.  Providing  a home-like  environment  in  which  the  retarded  individual  can  do 
what  he  wants. 

4.  Give  a brief  definition  of  a developmental  disaoility. 


5.  Circle  tne  statement(s)  which  most  appropriately  apply: 

a.  Deinstitutionalization  is  but  one  step  in  implementing  the  concept  of 
normalization 

b.  Placing  institutionalized  clients  into  the  community  insures  their 
integration  in  community  and  community  activities. 

c.  The  concept  of  normalization  places  an  emphasis  on  active  treatment 
interventions  and  individual  development. 

d.  Respite  workers  should  not  make  decisions  for  their  clients  according  to 
normalization  principles. 

8.  Research  shows  that  once  non-disabled  people  are  exposed  to  disabled  people 

they  become  more  accepting  of  them  and  comfortable  with  them. 

True 


F alse 
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PRE  AND  POST  TEST 

SESSION  n - RESPITE  AND  HOMEMAKER  CURRICULUM 

1.  Developmental  disabilities  can  be  divided  into  three  different  stages  as  far  as 
point  of  origin.  Please  list  these  three  stages. 

a. 

b. 

c. 

2.  Genetic  causes  of  mental  retardation  account  for % of  reported  cases. 

90-95%  50-75%  2-5% 

3.  The  majority  of  individuals  diagnosed  as  mentally  retarded  are  considered 
profoundly  retarded. 

True  False 

4.  An  individual  with  epilpsy  always  has  the  accompanying  disability  of  mental 
retardation. 

True  False 

5.  The  approach  of  growth  and  development  presumes  that  a child  can  be  taught 
any  skill  regardless  of  their  age  or  physical  maturation. 

True  False 

6.  Please  define  the  major  purpose  and  content  of  an  Individual  Service  Plan. 

7.  The  principles  of  behavior  management  should  be  applied  only  to  individuals 
with  mental  retardation. 

True  False 

8.  In  order  for  behavior  management  to  work,  you  must  use  rewards  which  are 
edible  (some  kind  of  food). 

True  False 

9.  What  are  the  A-B-C's  of  Behavior  Management? 

A 

B 

C 

10.  People  who  are  diagnosed  as  legally  blind  cannot  see  at  all. 

True  False 
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11.  A visually  impaired  person  needs  a great  deal  of  assistance  in  getting  around. 
Therefore,  he  will  appreciate  your  firmly  guiding  him  to  a chair  and  putting  him 
in  it  and  similar  helpful  assistance  in  their  mobility. 

True  False 

12.  Which  of  the  following  clinicians  would  be  most  involved  in  treating  a child  with 
PKU? 

Speech  pathologist 

Dentist 

Psychologist 

Dietician 

13.  What  part  of  the  population  of  this  country  is  mentally  retarded  (according  to 
standard  nationwide  statistics)? 

15% 

25% 

3% 

None  of  these 
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PRE  AND  POST  TEST 

SESSION  m - RESPITE  AND  HOMEMAKER  CURRICULA 

1.  Before  guardianship  or  conservatorship  are  considered  for  a client,  one  should 
first  investigate  whether  a citizen-advocate  or  another  option  is  sufficient  for 
health  and  safety  of  the  client. 

True  False 


2.  Once  appointed  by  the  court,  a guardian  cannot  be  removed  or  replaced. 
True  False 


3.  Any  person  in  Massachusetts  diagnosed  as  having  MR  is  a class  member. 
True  False 


4.  A person  who  has  spent  most  of  his  life  in  a state  institution  is  probably  a ward 
of  the  state. 

True  False 


5.  There  are  several  types  of  guardianship.  Please  list  them  with  a brief 
description  of  each. 


6.  A person  under  guardianship  has  lost  his  right  to:  vote,  own  property,  marry. 
True  False 


7.  In  order  for  an  individual  to  assume  guardianship,  one  must  go 

through court. 

8.  Any  competent  adult  is  legally  allowed  to  administer  medication  to  an 
individual  provided  it  is  with  a doctor's  prescription. 

True  False 

9.  Play  is  the  work  of  children  and  should  not  be  engaged  in  by  adults. 

True  False 


10.  There  is  a developmental  sequence  to  play  activities. 
True  False 
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(SAMPLl 


EVALUATION  OF  TRAINER 

Please  rate  the  individual  who  is  presenting  on  the  basis  of  the  items  listed 
below.  Please  be  honest  in  your  evaluations.  These  forms  remain  anonymous  and 
are  offered  as  feedback  to  the  presenter  to  assist  in  planning  and  presenting  future 
sessions.  Use  a brief  narrative  statement  to  describe  each  item  below. 

Presenter:  Date: 

Topic  of  presentation: 


Posture  and  poise: 


Eye  contact: 


Use  of  gestures: 


Use  of  facial  expressions: 


Enthusiasm: 


Handling  problem  participants: 


Responsive  to  audience: 


Pitch  of  voice: 


Rate  of  Speed: 


Volume: 
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(SAMPLE  n) 


H£ 


Training  of  Trainers 
FINAL  EVALUATION  FOR  THREE-DAY  WORKSHOP 

DATE:  

/ou  feel  t±at  the  description  in  the  advance  flyer  vras  an  honest  representation 
t±ie  training  sessions? 

yes  no 

you  feel  the  course  description  given  in  the  first  session  adequately  described 
content  of  the  wDrkshop  as  it  \\ias  finally  presented? 

yes  no 

ase  cormient  on  the  length  of  time  between  each  day  of  the  three  daily  sessions. 

too  imch  time 

too  little  time 

days  well  spaced 

the  physical  setting  conducive  to  learning? 
yes  no 

ments:  

I ■ ■ - ' ■ ■ , ■ 

applicable,  please  ccnment  on  the  assignments  to  be  dene  between  daily  sessions: 


. Volume  of  work:  too  much  too  little  ri^t  amount 

. Value  of  assignments  to  understanding  concepts  or  perfecting  skills: 

extremely  valuable 

very  valuable 

valuable 

irrelevant 

15  the  distribution  of  information  evenly  paced  throu^out  the  three  days  of 
ue  workshop? 

yes  no 

innents: 


•re  there  any  issues  you  expected  to  be  covered  but  were  not  included  in  the 
’jrkshops? 

yes  no 

. yes,  please  specify: 


8.  Was  too  much  material  presented  in  any  one  area? 

yes  no 

If  yes,  vhich  area? 

9.  Are  there  any  areas  about  \diich  you  would  like  follow  up  sessions  and/or  informato 

yes  no  , 

If  yes,  please  specify: 

^ 

10.  What  do  you  feel  were  the  most  beneficial  aspects  of  the  training  program?  |* 

(number  in  order  of  priority  starting  with  (1)  as  your  first  priority)  i 

(a)  introduction  and  use  of  newly  developed  curriculum  j. 

(b)  assessing  needs  of  caregivers  for  training  {l 

(c)  development  of  effective  training  skills  and  techniques  i 

(d)  understanding  of  evaluation  in  training  •• 

(e)  obtaining  factual  information  vhich  will  assist  in  the  job  ' 

(f)  meeting  with  others  in  the  field  i 

increasing  my  knowledge  of  available  resources  ^ 

(h)  other  (please  specify)  ^ 

I 

|r 

11.  What  overall  changes,  if  any,  would  you  reccranend  in  terms  of  format,  content,  '* 

trainers,  method  of  presentation,  etc?  Please  be  as  specific  as  possible. 


12.  Please  coimient  on  any  other  aspect  of  the  workshop?  Your  suggestions  will  be 
considered  in  the  planning  for  future  sessions. 

w 


Professional  Information  (optional) : 

Position : 

Tjqse  of  Program:  

How  long  have  you  worked  in  this  position?  

Does  your  agency  offer  other  training  workshops? 

yes  no 


Wrentham  Research  Foundation 
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USE  OF  THE  MANUAL 

There  are  three  ingredients  basic  to  producing  a successful  training  program;  a 
competent,  well-prepared  training  staff;  a clearly  defined  and  organized  body  of 
information;  and  an  enthusiastic  group  of  participants.  This  training  manual  has 
been  developed  to  provide  these  ingredients.  It  includes  basic  techniques  for 
trainers,  and  an  authoritative  compilation  of  information  and  activities  designed  to 
fulfill  the  identified  training  needs  of  respite  care  providers.  And  while  we  cannot 
guarantee  the  motivation  of  the  participants,  we  have  offered  guidance  on  how  you 
can  stimulate  interest  by  using  specific  training  techniques  supported  by  relevant 
case  examples,  lectures,  and  exercises. 

PROVIDING  RESPITE  CARE  attempts  to  supply  the  essential  ingredients,  but  it 
is  up  to  you  as  trainer  to  maximize  the  value  of  this  material.  This  is  not  a script, 
but  rather  a guidebook  and  reference  source.  We  have  done  the  research  and  pulled 
together  the  important  information,  but  you  must  adapt  this  information  to  your 
own  style  and  to  the  particular  needs  of  your  training  participants.  Once  you  have 
familiarized  yourself  with  the  various  components  of  this  manual  and  reviewed  the 
content,  you  can  begin  the  creative  challenge  of  making  these  materials  work  for 
you. 


Components  of  the  Manual 
HANDBOOK  FOR  TRAINERS 

Whether  you're  an  experienced  trainer  or  new  to  the  role.  Part  I of  the 
HANDBOOK  offers  important  insights  on  how  adults  learn  and  how  their  own  life 
experiences  can  be  used  to  enhance  their  learning.  It  gives  you  a concise, 
jargon-free  plan-of-action  for  preparing  and  implementing  a training  program  — 
from  selecting  participants,  to  setting  learning  objectives,  to  evaluating  the  success 
(or  failure)  of  the  program.  For  each  bit  of  theory,  you'll  find  practical  suggestions 
for  real-life,  on-the-job  application.  Part  II  of  the  HANDBOOK  provides  actual 
sample  documents  — forms,  guidelines,  checklists  — which  you  can  use  or  adapt  for 
your  own  training  sessions. 
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CORE  CURRICULUM;  Overview 

ROLE  OF  THE  PROVIDER 

Unit  1 will  introduce  program  participants  to  their  roles  and 
responsibilities  as  they  relate  to  the  disabled  individual,  the  family,  and  the 
other  professionals  who  make  up  the  "care  team". 

Participants  will  gain  personal  insights  and  an  understanding  of  changing 
social  attitudes  toward  disabled  persons  and  the  various  models  of  care 
reflected  by  those  attitudes. 

An  overview  of  the  Massachusetts  service  system  will  familiarize 
participants  with  available  services  within  the  state  and  will  clarify  their 
unique  role  within  the  total  service  system. 

DEVELOPMENTAL  DISABILITIES  - CAUSES  AND  CONDITIONS 

Unit  2 presents  the  basic  concepts  of  the  normal  developmental  process  as 
background  for  an  understanding  of  the  causes  and  conditions  resulting  from 
abnormal  development.  Participants  will  become  familiar  with  some  of  the 
most  common  developmentally  disabling  conditions  which  they  are  likely  to 
encounter  in  the  course  of  their  service.  Practical  guidance  on  medical  issues 
will  help  clarify  responsibilities  and  provide  useful  information  on  how  to  deal 
with  routine  and  emergency  medical  situations. 

IMPACT  ON  THE  INDIVIDUAL,  FAMILY  AND  PROVIDER 

Unit  3 explores  the  emotional  and  interpersonal  impact  of  a 
developmental  disability.  Training  participants  will  be  encouraged  to  explore 
their  own  feelings  and  preconceptions  about  disabled  individuals  and  find  ways 
to  apply  the  principles  of  "normalization"  to  help  the  disabled  individual  achieve 
greater  independence  and  life  enrichment. 

DAY-TO-DAY  MANAGEMENT 

Unit  4 is  devoted  to  the  real  job  of  providing  respite  services  for 
developmentally  disabled  individuals.  The  information  and  skills  covered  in  the 
five  sections  are  intended  to  provide  some  of  the  basic  tools  for  working  with 
disabled  clients  and  to  instill  in  providers  the  confidence  to  make  use  of  their 
own  knowledge  and  skills  and,  when  necessary,  to  avail  themselves  of  the 
medical,  technological  and  other  resources  available  to  them. 
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CORE  CURRICULUM;  Format 

OUTLINE;  The  second  page  of  each  unit  presents  an  outline  of  the  major  topics 
covered  and  the  pages  on  which  they  appear.  The  outline  can  also  be  adapted  for 
use  as  a program  agenda  to  be  handed  out  to  participants. 

TRAINER  FACT  SHEET;  Each  unit  and  section  of  the  core  curriculum  starts  with  a 
brief  overview  which  includes  the  following; 

Suggested  Guest  Speakers;  Specialists  in  the  topic  area  who  might  be  helpful  in 
providing  more  in-depth  factual  information  or  demonstrations  of  practical 
skills. 

Purpose;  Describes  the  general  focus  of  the  unit  and  its  relevance  to  the 
overall  program. 

Objectives;  Describes  the  suggested  training  outcomes  for  the  unit,  i.e.,  "Upon 
completion  of  this  unit,  participants  should  be  able  to  perform  a simple  task 
analysis,  define  respite  care;  discuss  their  responsibilities  in  the  administration 
of  medications." 

LECTURE  MATERIALS;  Much  of  the  factual  information  is  presented  here  as 
lecture  materials  directed  to  the  participants.  This  is  not  intended  as  a script  for 
you  to  read!  You  should  read  the  material  carefully  and  use  it  as  a basis  for  your 
own  presentation.  Of  course,  you  should  only  present  material  which  is  appropriate 
to  the  professional  level  of  your  group. 

If  you  do  not  feel  qualified  to  present  certain  material,  i.e.,  emergency  medical 
procedures,  consider  arranging  for  a guest  speaker  knowledgeable  in  that  area  or 
have  someone  help  prepare  you  in  advance.  Do  not  risk  confusing  your  group  with 
information  you  don't  understand  thoroughly. 

EXERCISES;  A number  of  experiential  activities  designated  "EXERCISE"  have  been 
included  to  help  participants  understand  the  practical  implications  of  lecture 
materials.  The  exercises  presented  here  should  be  conducted  as  needed.  You  must 
use  your  judgment  in  gauging  the  group's  receptivity  to  each  activity.  Equally 
important,  you  should  build  up  your  own  repertoire  of  creative  activities.  We  have 
given  you  suggestions  — feel  free  to  adapt,  expand  or  substitute  your  own. 
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HANDOUTS;  The  editors  have  selected  certain  materials,  which  effectively  :■ 
summarize  important  information.  These  materials  are  marked  "HANDOUT"  in  the  ^ 
upper  righthand  corner  of  the  page.  You  may  wish  to  duplicate  these  pages  in  t 
advance  and  have  them  ready  to  distribute  to  participants  for  their  continued  it 

I 

reference.  You  may  also  opt  to  have  these  materials  made  into  transparencies  for  i* 
use  on  an  overhead  projector.  (You  do  not  need  the  publisher's  permission  to  i 
duplicate  these  materials  for  use  in  conjunction  with  this  training  program.)  i, 

DISCUSSIONS;  Some  of  the  information  included  in  the  program  lends  itself  readily  [ 
to  a group  discussion  format.  These  segments  have  been  identified  "DISCUSSION". 

Suggested  "Points  for  Discussion"  have  been  added  for  your  consideration.  Be  j- 

I 

advised,  however,  that  much  of  your  group's  discussion  will  not  be  so  formalized,  so 
you  should  be  ready  to  field  questions  and  stimulate  discussion  whenever  that  format 
becomes  the  most  effective  means  to  make  a point,  share  experiences  or  involve  the 
group. 

REFERENCE  INFORMATION;  Anticipating  a wide  range  of  participant  interest,  we 
have  supplemented  the  basic  content  in  some  units  with  additional  REFERENCE 
INFORMATION.  This  information  is  generally  advanced  or  technical.  It  may, 
however,  be  of  use  or  special  interest  to  participants  with  more  advanced 
experience.  You  should  familiarize  yourself  with  the  reference  materials  and 
integrate  them  into  the  training  if  and  when  appropriate. 

BIBLIOGRAPHY;  This  final  portion  of  each  unit  cites  sources  used  in  the 
preparation  of  the  manual.  In  many  instances,  materials  have  been  adapted  or 
excerpted  directly  from  previously  published  documents  which  offered  authoritative 
coverage  of  specialized  subject  areas.  Specific  direct  citations  are  designated 
"REPRINTED",  other  non-original  materials  used  are  credited  in  the  Footnotes  and 
Bibliography.  Suggested  Reading  lists  have  also  been  included  in  the  bibliographies 
to  facilitate  additional  research  in  the  various  specialty  areas.  As  trainer,  you  may 
wish  to  review  these  publications  and  prepare  a Recommended  Reading  list  for  your 
program  participants. 
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SPECIALIZED  MODULES 


An  independent  Specialized  Module  has  been  included  in  this  program  manual. 
The  module  has  been  developed  for  more  intensive  training  in  a specific  area  of 
respite  service.  It  can  either  be  incorporated  into  the  basic  core  curriculum  or 
presented  as  an  independent  session  for  more  advanced  groups. 

SEVERE  BEHAVIOR  PROBLEMS  presents  an  in-depth  study  of  types  and  causes  of 
severe  behavior  problems  associated  with  developmentally  disabled  individuals. 
Special  emphasis  is  given  to  the  identification,  prevention  and  management  of 
aggressive  and  seif-injurious  behaviors. 

Two  additional  Specialized  Modules  are  also  available  as  supplements  to  this 
training  manual; 

RECREATION  AInID  LEISURE  expands  upon  the  basic  concepts  introduced  in  Unit  4 
of  the  core  curriculum,  and  explores  techniques  and  community  resources  for 
maximizing  the  benefits  of  programmed  recreational  and  leisure  activities  for 
disabled  individuals. 

STRESS  AND  BURNOUT  probes  into  the  causes  and  effects  of  burnout  among 
individuals  dealing  with  extended  stressful  situations.  Providers  will  learn  to 
recognize  the  symptoms  of  burnout  in  themselves  and  their  clients  and  will  practice 
a variety  of  techniques  for  reducing  negative  stress  and  preventing  burnout. 

RECREATION  AND  LEISURE  and  STRESS  AND  BURNOUT  modules  are  available 
through  the  Publications  Department,  United  Community  Planning  Corporation. 
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TRAINER  FACT  SHEET 

SUGGESTED  GUEST  SPEAKERS;  Experienced  respite  care  coordinator, 
representative  from  state  service  agency. 

PURPOSE;  This  unit  will  introduce  participants  to  their  roles  and  responsibilities  as 
they  relate  to  the  disabled  individual,  the  family,  and  the  other  professionals  who 
make  up  the  "care  team". 

Participants  will  gain  personal  insights  and  an  understanding  of  changing  social 
attitudes  toward  disabled  persons  and  the  various  models  of  care  reflected  by  those 
attitudes. 

An  overview  of  the  Massachusetts  service  system  will  familiarize  participants 
with  available  services  within  the  state  and  will  clarify  their  unique  role  within  the 
total  service  system. 

A brief  discussion  of  Individual  Service  Plans  (ISP)  and  Individual  Education 
Plans  (lEP)  will  illustrate  how  policy  determined  on  the  state  level  is  translated  into 
specific  action  to  be  carried  out  by  the  provider  and  the  disabled  client. 

Legal  guidelines  and  forms  which  define  the  scope  and  implementation  of 
service  are  included  in  the  reference  section  at  the  end  of  the  unit.  In  view  of  the 
technical  nature  of  these  materials,  the  trainer/presenter  is  cautioned  to  explain  if 
and  how  these  policies  pertain  specifically  to  those  participating  in  the  training 
program. 

Q3JECTI VES;  Upon  completion  of  this  unit,  participants  should  be  able  to 

• relate  historical  stereotypes  of  developmentally  disabled  persons  to  the 
four  models  of  care; 

• define  respite  care  and  developmental  disabilities; 

• name  the  six  most  common  developmental  disabilities  among  the 
American  population; 

• discuss  the  role  of  the  provider  as  it  relates  to  the  disabled  individual,  his 
family  and  the  care  team; 

• briefly  describe  five  members  of  the  care  team  and  their  areas  of 
specialization; 
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■ describe  the  purpose  and  scope  of  an  ISP  and  an  lEP; 

• name  the  four  primary  state  agencies  serving  developmentally  disabled 
individuals  in  Massachusetts; 

• demonstrate  familiarity  with  general  guidelines  and  policies  for  providers; 

• discuss  the  importance  and  benefits  of  record-keeping; 

• explain  the  significance  of  Chapter  766  of  the  Massachusetts  General 
Laws. 


I.  INTRODUCTION 


This  unit  has  been  prepared  for  those  of  you  who  are  new  to  the  job  of  providing 
respite  care  to  individuals  with  developmental  disabilities. 

This  portion  of  the  training  program  will  give  you  an  overview  of  your  role  and 
responsibilities  as  you  work  with  the  disabled  individual,  his  family,  and  the  other 
members  of  the  care  team. 

We  will  begin  with  a brief  historical  review  of  how  society  has  viewed  people 
with  disabilities,  and  how  these  stereotypes  have  affected  the  type  of  services 
provided. 

We  will  then  move  on  to  the  types  and  structure  of  services  available  in 
Massachusetts  and  look  at  how  you,  as  provider,  fit  into  the  system. 

You  will  learn  about  plans  of  care  and  how  they  can  help  you  organize  and  plan 
your  activities  with  the  client.  You  will  find  out  about  the  other  members  of  the 
care  team  and  other  resources  available  to  you  within  the  state  system. 

We  will  look  at  some  general  guidelines  on  how  to  conduct  yourself  --  some 
useful  and  important  do's  and  don'ts. 

Finally,  we  will  review  some  of  the  dramatic  legal  and  humanitarian  strides 
that  have  been  taken  to  assert  and  protect  the  rights  and  dignity  of  disabled  people. 

3y  the  end  of  this  unit,  you  should  have  a clear  understanding  of  your 
responsibilities  and  the  tremendous  progress  that  has  been  made  in  services 
available  to  developmentally  disabled  persons.  Most  importantly,  you  should  gain 
confidence  that  your  knowledge,  skill  and  most  particularly,  your  understanding,  can 
make  a great  positive  difference  in  the  lives  of  the  people  with  whom  you  will  be 
working. 


12 


II.  ROLE  PERCEPTIONS  OF  PERSONS  WITH  DEVELOPMENTAL  DISABILITIES 

It  is  important  that  you  understand  and  become  familiar  with  some  of  the  past 
service  models  and  historical  attitudes  society  has  had  toward  individuals  with 
disabilities. 

An  overview  of  the  delivery  of  human  services  reflects  society's  attitudes  which 
have  and  continue  to  dictate  the  quality  and  type  of  service  provided. 

Throughout  history  there  have  been  groups  of  people  who,  for  one  reason  or 
another,  have  been  discriminated  against  or  treated  unfairly.  One  of  the  main 
reasons  for  discrimination  is  a lack  of  understanding  or  fear  of  certain  populations 
because  they  look  different,  act  differently  or  have  different  cultural  values  and 
attitudes. 

There  are  four  main  categories  of  stereotyped  role  perceptions  which  we  will 
discuss.  Most  of  these  perceptions  are  unconscious,  but  the  attitudes  and  behaviors 
they  support  have  a significant  impact  on  how  disabled  individuals  are  treated. 

• Custodial/Detentive;  The  terms  "menace",  "less  than  human",  and  "object  of 
ridicule"  have  been  used  in  regard  to  the  developmentally  disabled  population. 
"Animal",  "vegetable",  and  "moron"  are  some  of  the  negative  terms  still  in  use 
today.  The  attitudes  expressed  by  these  terms  lead  to  the  custodial/detentive 
model  of  service.  This  service  is  designed  not  only  to  keep  people  in,  but  also 
to  shut  out  the  outside  community.  Segregation  control  and  containment  are 
prominent  in  this  type  of  model.  The  dangers  and  mistreatment  incurred  within 
this  type  of  setting  are  often  far  worse  than  one  would  choose  to  imagine. 

• Charity/ Protective;  The  terms  "object  of  pity",  "burden  of  charity",  "holy 
innocent"  and  "eternal  child"  describe  a population  that  resides  within  a 
charitable  or  protective  model.  Although  the  basic  intent  is  to  provide  a happy 
shelter  with  food  and  clothing,  the  underlying  assumption  is  that  people  should 
be  grateful  for  what  is  given  and  expect  no  luxuries.  It  is  interesting  to  have 
someone  define  what  would  be  considered  a luxury  versus  a necessity.  The 
charitable/protective  model  of  service  does  not  promote  or  encourage 
self-esteem  or  self-growth.  What  is  provided  to  the  client  and  what  is  expected 
of  the  client  is  usually  minimal. 
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• Medical:  The  "sick"  person  stereotype  is  relatively  self-explanatory.  Many 

individuals,  regardless  of  their  condition  or  disability,  are  considered  "sick". 
Sickness  is  closely  aligned  with  the  term  "disease",  which  conjures  up  fears  of 
"catching"  the  disease.  Another  perception  of  the  sick  person  is  that  he  is 
limited  in  what  he  can  do.  Consider  how  many  opportunities  have  been  withheld 
or  discouraged  because  someone  failed  to  give  a person  the  chance  or  the  time 
to  learn. 

• Developmental;  This  model  is  founded  on  the  premise  that  everyone  has  the 
potential  for  growth  and  development  and  that  a "normalizing"  service  model 
best  serves  the  individual's  developmental  needs.  In-home  respite  care  is  one  of 
the  most  progressive  methods  of  providing  services  to  an  individual  with  a 
developmental  disability.  The  services  are  provided  in  homelike  settings  among 
familiar  people  and  possessions. 


REPRINTED  from  Orientation  Manual  on 
Mental  Retardation,  Part  I;  National 
Institute  on  Mental  Retarda t i on , 
Toronto,  1979. 


IMPLICATIONS  FOR  HUMAN  SERVICES 
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III.  DEFINITIONS 

Families  caring  for  children  or  adults  who  are  developmentally  disabled  or 
physically  handicapped  sometimes  need  a period  of  "relief"  from  their  daily 
responsibilities.  Disabled  individuals  may  also  benefit  from  a change  in  their  routine 
or  environment.  To  meet  this  need,  a special  service  called  "respite  care"  has  been 
developed. 

RESPITE  CARE; 

• provides  temporary  day  or  residential  care  for  regularly  planned  relief  periods, 
emergencies,  vacations  or  special  events;  and 

• gives  the  disabled  individual  the  benefits  of  a brief  change  in  living 
arrangements,  association  with  peers  or  participation  in  new  community 
activities. 

The  purpose  of  respite  care  is  to  help  in  maintaining  or  improving  an  individual’s 
ability  to  live  at  home  and/or  in  the  community. 

Here  are  some  examples  of  situations  where  respite  care  might  be  needed: 

• A mother  of  a three-year  old  boy  with  cerebral  palsy  is  worried  about  who  will 
take  care  of  her  son  while  she  is  in  the  hospital  for  the  birth  of  her  second  child. 

• A 54-year  old  single  mentally  retarded  woman  has  always  lived  at  home  with 
her  parents.  After  her  father's  death  six  months  ago,  she  applied  to  live  in  a 
community  residence  and  was  put  on  a waiting  list.  She  has  continued  to  live 
with  her  80-year  old  mother.  Her  mother  has  just  had  a stroke  and  must  enter  a 
nursing  home.  What  will  happen  to  this  woman  until  space  is  available  in  the 
community  residence? 

• A 9-year  old  autistic  boy  is  doing  very  well  in  his  classes  at  school.  When  he 
comes  home  in  the  afternoon,  however,  he  needs  constant  supervision.  His 
mother  feels  guilty  because  she  can't  participate  in  outside  activities  with  the 
boy's  sister.  How  can  the  mother  devote  time  to  both  of  her  children  and  their 
individual  needs? 
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As  these  examples  illustrate,  situations  vary  according  to  each  individual's  and 
family's  needs.  The  definition  of  a developmental  disability,  therefore,  is 
intentionally  broad. 

DEVELOPMENTAL  DISABILITY: 

One  generally  accepted  definition  of  "developmental  disability"  is  stated  in  U.S. 
Public  Law  95-602  (Nov.  6,  1978),  which  applies  the  term  to  any  severe,  chronic 
condition  that; 

• is  attributable  to  a mental  or  physical  impairment  or  combination  of  mental  or 
physical  impairments; 

• is  manifested  before  the  person  reaches  age  22; 

• is  likely  to  continue  indefinitely; 

• results  in  substantial  functional  limitations  in  three  or  more  of  the  following 
areas  or  major  life  activity: 

self-care 

receptive  and  expressive  language 

learning 

mobility 

— self-direction 

capacity  for  independent  living 

— economic  self-sufficiency 

• reflects  the  person's  need  for  a combination  and  sequence  of  special, 
interdisciplinary,  or  generic  care,  treatment,  or  other  services  which  are  of 
lifelong  or  extended  duration  and  are  individually  planned  and  coordinated. 

The  most  common  developmental  disabilities  in  the  United  States  are  mental 
retardation,  epilepsy,  cerebral  palsy,  learning  disabilities,  blindness  and  deafness. 
Some  people  have  one  disability,  but  many  have  a combination  of  disabilities. 

The  following  chart  illustrates  the  estimated  number  of  the  most  common 
handicapping  conditions  (including  but  not  limited  to  developmental  disabilities). 


REPRINTED  from  Prevention  and  Control  of  ESTIMATED  NUMBER  OF  THE  U.S.  POPULATION 

Dental  Disease  through  Improved  Access  — — — — 

to  Comprehensive  Dental  Care,  Part  V;  WITH  HANDICAPPING  CONDITIONS 
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IV.  ROLE  OF  THE  PROVIDER 

You  and  the  respite  coordinator  or  your  supervisor  will  probably  be  involved  in 
assessing  the  individual's  and  family's  needs  and  working  with  them  to  carry  out  a 
respite  care  program,  or  plan  of  care.  Your  role  as  provider  will  be: 

• to  give  the  family  needed  relief  and  assistance; 

• to  recognize  and  be  sensitive  to  the  attitudes  and  behaviors  of  the  disabled 
individual,  family  members,  and  yourself; 

• to  assess  the  problems  and  needs  of  the  disabled  individual  and  family  members; 

• to  help  the  family  and  the  disabled  individual  understand  limitations  and 
potential  for  fulfillment; 

• to  help  the  disabled  individual  develop  to  the  maximum  level  possible  within  his 
capabilities; 

• to  work  cooperatively  with  other  members  of  the  care  team. 

In  addition  to  these  general  principles,  you  may  have  specific  goals  and  tasks  to 
work  on  with  the  individual.  These  may  be  developed  from  your  own  assessment,  but 
largely  as  part  of  the  overall  plan  of  care.  Your  coordinator  or  supervisor  will 
probably  have  access  to  an  Individual  Service  Plan  (ISP)  or  Individual  Education  Plan 
(lEP).  These  documents  are  comprehensive  recommendations  for  care  based  on 
evaluations  by  an  interdisciplinary  team  of  specialists.  These  plans  will  be  discussed 
in  more  detail  later  in  this  unit. 

It  is  important  to  remember  that  you  are  not  the  only  person  working  with  this 
individual  and  family.  Most  disabled  persons  will  already  be  involved  in  a network  of 
programs  which  may  include  clinics,  school  programs,  day  activity  programs,  and 
residential  programs.  It  is  important  that  all  metnbers  of  the  care  team  be 
consistent  and  cooperative  in  working  with  the  individual  to  achieve  the  goals 
developed  in  the  plan  of  care. 

The  following  discussion  offers  a brief  introduction  to  the  professionals  with 
whom  you  may  be  working  or  sharing  responsibilities  on  the  care  team. 
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V.  MEMBERS  OF  THE  CARE  TEAM 

As  a provider  of  respite  services  to  individuals  with  developmental  disabilities, 
you  will  have  opportunities  to  work  with  a variety  of  specialists  who,  along  with  you, 
make  up  the  "care  team". 

Overall  responsibility  for  medical  care  is  always  in  the  hands  of  a physician. 
However,  a community  nurse  or  pediatric  nurse  with  special  knowledge  of  growth 
and  development  is  often  in  charge  of  day-to-day  treatment  or  therapy.  Others  on 
the  care  team  may  include;  physical  therapists,  respiratory  therapists,  speech 
pathologists  or  nutritionists. 

Generally,  these  therapists  will  perform  their  work  in  conformance  with  the 
overall  plan  of  care  which  has  been  worked  out  for  the  client  and  which  is  intended 
to  facilitate  improved  functioning  and  development. 

Social  workers  frequently  counsel  the  families  of  developmentally  disabled 
persons  as  well  as  provide  counseling  and  support  to  the  client.  The  social  worker 
may  also  refer  families  and  clients  to  other  agencies  and  community  resources 
where  they  can  obtain  further  help. 

Psychologists  are  sometimes  called  upon  to  test  mental  and  physical  functioning 
using  standardized  measurements.  Psychologists  may  also  work  with  families 
toward  a greater  understanding  of  the  client's  stage  of  development. 

Occupational  therapists  are  concerned  with  helping  disabled  individuals  to 
develop  daily  living  skills  essential  to  a productive  and  successful  life.  They  also 
advise  families  on  the  selection  and  use  of  adaptive  equipment  and  the  arrangement 
of  the  home  environment  to  increase  accessibility  for  the  client. 

Before  you  begin  your  respite  service,  you  should  review  with  your  supervisor 
the  specific  plan  of  care  for  your  client  and  determine  what  other  members  of  the 
care  team  are  involved  in  the  delivery  of  specialized  services.  You  should 
familiarize  yourself  with  the  types  of  services  being  provided  and  request  access  to 
those  specialists  who  might  give  you  useful  insights  and  suggestions  on  day-to-day 
program  management. 


20 


VI.  ORGANIZATION  OF  RESPITE  CARE  IN  MASSACHUSETTS 

Several  major  state  agencies  provide  either  direct  services  or  funding  for 
respite  care.  These  include  the  Department  of  Mental  Health,  Department  of  Public 
Health,  Department  of  Social  Services,  and  the  Office  for  Children.  Each 
department  sets  its  own  eligibility  criteria  so  that  persons  can  usually  receive 
services  only  through  one  source. 

DEPARTMENT  OF  MENTAL  HEALTH  (DMH) 

DMH  funds  a network  of  respite  programs  though  its  41  Area  Offices,  each  of 
which  covers  a group  of  towns.  Most  of  these  Area  Offices  in  turn  subcontract  with 
local  private  community  agencies  to  operate  respite  programs. 

As  of  1981,  DMH  required  that  the  developmentally  disabled  person  be  mentally 
retarded  in  order  to  be  eligible  for  respite  care  through  its  programs.  Age  is  not  a 
factor. 

Because  each  of  the  DMH  areas  designs  its  own  programs,  there  is  a great 
variety  across  the  state.  Following  are  examples  of  some  of  the  most  common 
models  of  care; 


Funding  Conduit  - The  agency  passes  on  the  available  money  for  respite  care  to  the 
family  or  primary  caregiver-  That  person  must  then  locate  a respite  care  provider, 
make  all  arrangements  for  the  care,  and  make  payment.  This  model  is  rarely  used. 

Agency  Example; 

A community  agency  receives  a $9,000  annual  contract  from  DMH 
to  provide  respite  services  to  developmentally  disabled  residents 
within  the  five  towns  in  the  DMH  area.  Of  this  amount,  $5,500  will 
be  spent  on  administrative  costs  for  the  program  (including  salary 
for  a part-time  respite  coordinator)  and  $3,500  will  be  available  to 
pay  for  direct  respite  services. 

The  agency  has  identified  20  families  with  developmentally  disabled 
persons  living  at  home  who  need  respite  care.  Although  each  case 
presents  a unique  situation  and  the  individuals  have  widely  varying 
conditions,  the  agency  feels  the  fairest  way  of  distributing  the 
available  funds  is  to  divide  them  equally  among  the  families.  The 
family  must  find  a caregiver,  assess  their  qualifications,  and  make 
all  the  arrangements  for  care. 
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Consumer  Example; 

Mrs.  Young  is  the  mother  of  a 10-year  old  severely  retarded  girl  and 
feels  overwhelmed  by  the  work  and  responsibilities  of  managing  her 
disabled  child  as  well  as  the  rest  of  the  household  which  includes  her 
husband  and  four  other  children.  At  her  husband's  urging,  she  has 
requested  respite  care  for  her  disabled  daughter  so  that  they  can  go 
away  for  a day  trip. 

The  community  agency  in  charge  of  the  respite  program  agrees  that 
she  needs  some  relief  and  suggests  that  she  arrange  for  respite  care 
on  a regular  basis.  They  have  informed  her  that  she  is  eligible  for 
$200  to  pay  for  respite  care  for  one  year. 

Her  delight  and  relief  at  this  news  is  short-lived,  however,  when  she 
learns  that  she  must  first  find  someone  she  can  trust.  The  added 
responsibility  of  interviewing  and  then  training  a stranger  seems  too 
much  for  her  to  cope  with.  She  would  rather  give  up  the  idea  of 
going  away  and  continue  to  cope  day-by-day. 

Mr.  Young,  on  the  other  hand,  has  a different  reaction  to  this  news. 
He  feels  his  wife's  postponement  of  finding  a respite  worker  is  just 
one  more  sign  of  the  stress  she  is  under.  Although  he  realizes  it  will 
require  some  extra  time  and  effort  to  find  a qualified  person  and 
make  all  of  the  necessary  arrangements,  he  feels  relieved  that  the 
choice  will  be  theirs.  Because  their  daughter  has  never  been  left 
with  anyone  other  than  family,  he  feels  this  initial  experience  is 
critical  for  everyone. 


In-home  Respite  Care  Providers  - The  community  agency  recruits,  hires  and  trains  a 
number  of  people  to  provide  respite  care.  The  respite  care  provider  usually  goes 
into  the  developmentally  disabled  person's  home  if  the  responsible  family  member, 
i.e.,  parent,  must  go  out.  Another  option  is  for  the  provider  to  plan  a community 
activity  outside  the  home.  Occasionally,  an  in-home  provider  may  be  requested  to 
stay  overnight.  This  model  is  the  most  frequently  used. 

Aqency  Example; 

A community  agency  with  a $40,000  respite  care  contract  from 
DMH  allocates  $26,000  for  administrative  and  salary  costs  and 
$14,000  for  direct  respite  services.  The  full-time  respite 
coordinator  has  recruited  25  respite  care  workers  from  the 
surrounding  community.  Before  working,  they  are  all  required  to 
complete  a 12-hour  training  program. 
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Once  they  are  trained  as  respite  providers,  the  respite  coordinator 
matches  them  up  with  families  requesting  respite  care.  The  family 
and  respite  caregiver  meet  prior  to  the  respite  situation  to  become 
acquainted  and  to  determine  if  their  needs  and  the  caregiver’s 
qualifications  provide  a suitable  match. 

The  respite  coordinator  encourages  families  to  plan  ahead  for  their 
respite  care  so  that  these  arrangements  can  be  worked  out  ahead  of 
time.  In  cases  where  there  is  an  emergency,  the  coordinator  tries  to 
use  a worker  already  familiar  with  the  family  and  individual. 

The  coordinator  is  the  link  between  the  family  and  caregiver, 
supervises  the  respite  care  worker,  assists  with  the  development  of 
a respite  care  plan,  and  arranges  payment  for  the  worker. 

Consumer  Example; 

Keith  is  a 14-year  old  moderately  retarded  boy  who  has  always  lived 
at  home  with  his  parents  and  10-year  old  sister.  During  the  week  he 
attends  classes  and  returns  home  at  3 p.m.  His  mother  arranges  her 
schedule  so  that  she  does  her  errands  and  housework  while  he  is  at 
school. 

Keith's  main  difficulty  is  that  he  becomes  easily  frustrated  when  not 
understood  or  when  unable  to  master  a task.  This  frustration  can 
readily  escalate  into  temper  tantrums.  The  family  has  found  that 
these  episodes  can  be  minimized  by  structuring  Keith's  activities  so 
that  he  has  a greater  chance  of  success.  He  is  very  responsive  to 
praise  or  rewards. 

His  mother  has  worked  out  a regular  routine  for  Keith  after  school 
on  weekdays.  The  weekends,  however,  are  especially  draining.  It  is 
particularly  hard  on  Keith's  father  who  looks  forward  to  a break 
from  the  office.  By  Sunday  afternoon  the  whole  family  feels 
emotionally  exhausted. 

When  they  first  learned  about  respite  care  through  a newspaper 
article,  Keith's  parents  were  apprehensive  about  having  a stranger 
coming  into  their  home.  They  all  agreed,  however,  that  they  needed 
some  relief  for  themselves  on  the  weekends. 

The  opportunity  to  meet  the  worker  ahead  of  time  and  to  introduce 
him  to  Keith  alleviated  many  of  their  anxieties.  They  requested  a 
male  worker  because  most  of  the  key  people  in  Keith's  life  (his 
sister,  mother,  teacher  and  speech  therapist)  are  women. 

Knowing  that  Keith  responds  best  to  a consistent,  structured 
situation,  the  family  and  provider  have  worked  out  a respite  care 
plan  for  every  Sunday  afternoon  from  1-5  p.m.  The  worker  comes 
to  the  house  and  either  takes  Keith  out  or  stays  at  home  with  him  if 
the  family  goes  out. 
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Keith  has  become  very  fond  of  his  respite  worker  and  now  looks 
forward  to  Sunday  afternoons  as  his  special  times.  This  has  greatly 
pleased  and  relieved  his  parents  who  initially  felt  guilty  about 
leaving  him. 

They  have  also  noticed  the  benefits  for  their  daughter  who  now 
receives  more  special  attention  during  private  time  spent  with  her 
parents.  For  the  first  time  in  many  years  the  family  members  are 
relaxed  at  the  end  of  a weekend.  Respite  has  been  a service  not 
only  to  Keith,  but  for  the  whole  family. 


Respite  House  - This  is  a short-term  residential  program  with  24-hour  staffing  which 
offers  overnight  care.  It  is  most  often  used  when  families  are  away  or  unavailable 
for  several  days  or  weeks.  In  many  areas  this  is  a supplement  to  the  in-home  respite 
care  provider  model. 

Agency  Example; 

The  respite  program  in  a five-town  area  offers  in-home  care  through  50 
respite  care  providers  recruited  from  the  community.  In  addition,  there  is 
a respite  house  for  overnight  care  that  can  accommodate  eight  disabled 
persons.  Because  the  expense  of  operating  a residential  program  is  so 
great,  it  is  shared  by  three  respite  programs  in  a 13-town  area.  Each 
program  has  two  beds  reserved  for  its  clients;  the  additional  two  spaces 
are  used  for  emergencies. 

Consumer  Example; 

Margaret  is  a 49-year  old  single  retarded  woman  who  lives  at  home  with 
her  70-year  old  mother.  She  contributes  room  and  board  from  earnings  at 
a sheltered  workshop. 

Her  mother  has  just  been  hospitalized  for  a heart  attack.  Her  brothers 
and  sisters  live  close  by  and  have  always  supported  her  efforts  to  be  as 
independent  as  possible.  They  would  gladly  have  her  stay  with  them  while 
their  mother  is  hospitalized,  but  the  logistics  of  space,  work,  and  children 
make  this  impossible.  Margaret  has  never  stayed  alone. 

Upon  learning  of  this  dilemma,  the  counselor  at  the  sheltered  workshop 
suggested  they  contact  the  respite  program. 

The  respite  house  offers  the  ideal  solution:  it  provides  Margaret  with  a 
safe  place  to  stay  temporarily,  and  enables  her  to  continue  working  at  her 
job  during  the  day.  Maintaining  that  part  of  her  normal  routine  is 
particularly  important  during  this  time  of  stress.  The  support  of  the 
respite  staff  has  also  been  reassuring  as  they  have  alleviated  some  of  her 
anxieties  about  her  mother,  while  still  acknowledging  the  potential 
seriousness  of  the  situation. 
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The  family  feels  this  crisis  may  be  somewhat  of  a blessing  in  disguise. 
Their  mother  has  always  refused  to  discuss  what  will  happen  to  Margaret 
after  her  death  or  in  the  event  she  became  seriously  ill.  If  Margaret  can 
demonstrate  through  this  respite  experience  that  she  is  capable  of  living 
with  supervision  and  supports  outside  her  family  home,  it  is  an  important 
indication  of  her  abilities.  Should  a community  residence  or  group  home 
become  the  alternative  when  living  at  home  with  her  mother  is  no  longer 
possible,  her  prior  experience  in  a respite  house  could  help  her  and  the 
family  make  that  transition. 


Community  Residence  - In  many  areas  without  separate  respite  houses,  community 
residences  or  half-way  houses  have  some  rooms  available  for  respite  care  in  case  of 
an  emergency. 

Agency  Example; 

An  area  office  receives  periodic  requests  for  overnight  care  or 
extended  residential  care,  but,  to  date,  the  demand  has  been  so 
erratic  that  it  does  not  justify  a separate  respite  house.  The  agency 
is  in  the  process  of  assessing  the  need  for  a respite  house  in 
collaboration  with  several  other  respite  programs  in  nearby  areas. 

Meanwhile,  when  the  need  for  an  overnight  or  extended  respite 
program  arises,  the  respite  coordinator  first  tries  to  locate  a 
caregiver  who  will  stay  overnight  in  the  disabled  individual's  home. 

It  has  been  difficult  to  find  many  providers  to  do  this,  however, 
because  many  have  commitments  to  their  own  family,  friends,  or 
school  schedule. 

As  an  alternative,  the  respite  coordinator  approached  the  director 
of  a community  residence  for  eight  mentally  retarded  adults.  This 
is  a half-way  house  program  for  persons  who  have  been  discharged 
from  the  state  school  and  are  making  the  transition  to  community 
living.  It  was  agreed  that  if  one  of  the  residents  were  away,  that 
space  would  be  available  for  anyone  needing  overnight  respite  on  an 
emergency  basis. 

Consumer  Example; 

The  use  of  a community  residence  for  respite  care  has  brought 
mixed  reactions.  Some  staff  and  residents  of  the  halfway  house  feel 
that  the  use  of  the  residence  for  respite  is  an  intrusion  into  the 
privacy  of  individuals  who  live  there  and  regard  it  as  their  home. 

Advocates  argue  that  coping  with  such  emergencies  and 
interruptions  as  routine  is  a part  of  any  family's  life  and,  therefore, 
is  part  of  the  "normalizing"  experience  for  persons  living  in  the 
community  residence. 
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Parental  concerns  have  focused  on  the  age,  behavioral  and 
intellectual  abilities  of  residents  and  how  closely  these  abilities 
approximate  those  of  the  individual  needing  respite  care. 

In  situations  where  a community  residence  may  be  a future  option  or 
plan  for  an  individual,  brief  respites  in  that  setting  may  help  prepare 
both  the  individual  and  family. 


DEPARTMENT  OF  PUBLIC  HEALTH  (DPH) 

DPH  funds  respite  care  for  multiply  handicapped  individuals  under  the  age  of  21 
years.  A multiple  handicap  is  defined  as  a physical  impairment  resulting  from  some 
type  of  neurologic,  musculo-skeletal  or  organic  problem  that  will  significantly 
restrict  the  person's  development  and  capacity  for  independent  functioning.  DPH 
does  not  provide  respite  care  directly  but  provides  funds  for  various  community 
agencies  to  deliver  services. 

There  are  three  models  of  care: 


Home  Health  Agency  - Respite  care  is  provided  in  the  individual's  home  through  the 
services  of  a home  health  aide,  licensed  practical  nurse  or  registered  nurse, 
depending  on  the  individual's  needs.  In  some  cases,  homemaker  services  may  be 
used.  The  number  of  hours  of  in-home  respite  care  is  negotiated  in  an  individual 
service  contract  and  is  reviewed  periodically  by  DPH. 

Case  Example: 

The  Brown's  first  child  was  born  with  a serious  heart  valve  defect 
that  will  eventually  require  corrective  surgery.  There  is  also 
evidence  of  brain  damage,  but  the  full  extent  will  not  be  known  until 
later  in  the  child's  development. 

Named  Sam,  the  child  was  born  four  weeks  prematurely  and  has 
been  in  the  hospital  for  seven  weeks.  His  parents'  initial  fears  for 
his  survival  are  now  being  replaced  by  a growing  sense  of  anxiety  as 
they  realize  the  potential  impact  of  his  condition  on  his  future 
development. 

Mr.  Brown  was  recently  promoted  to  a management  position  in  a 
large  computer  firm.  It  meant  a sizeable  salary  increase,  but  also 
required  moving  to  Boston  while  Mrs.  Brown  was  five  months 

pregnant.  They  had  been  living  in  a small  town  in  western 

Massachusetts  where  they  had  met  while  in  college.  They  realize 

the  benefits  of  their  access  to  the  specialized  medical  care 

available  in  Boston,  but  they  also  feel  isolated  from  their  family  and 
friends  in  western  Massachusetts. 


26 


Sam  is  to  be  discharged  from  the  hospital  next  week.  The  social 
worker  and  continuing  care  nurse  at  the  hospital  have  both 
recommended  a respite  care  program  for  Mrs.  Brown  to  give  her 
assistance,  support  and  relief  on  a regular  basis  during  Sam's  initial 
months  at  home.  Arrangements  are  being  made  through  a home 
health  agency  for  a home-health  aide  to  come  in  eight  hours  a 
week.  This  will  allow  Mrs.  Brown  some  time  for  herself  while 
leaving  Sam  in  trained  and  capable  hands. 


Campership  - DPH  sponsors  camperships  for  some  multiply  handicapped  individuals, 
thus  providing  a respite  for  family  members  and  the  individual.  The  medical  needs 
of  the  individual  are  matched  with  the  camp's  ability  to  provide  that  care. 

Case  Example; 

Amy  is  a seven-year  old  child  with  a serious  orthopedic  and  muscle 
disorder  which  requires  that  she  walk  with  braces  and  crutches. 

Each  summer  Amy  attends  a residential  camp  for  two  weeks.  This 
allows  her  parents  to  take  a vacation  with  their  other  child.  Some 
years  they  have  gone  hiking,  other  years  they  rented  a cottage  on  an 
island.  These  are  all  activities  they  would  not  risk  with  their 
handicapped  child. 

Although  the  parents  initially  felt  guilty  about  leaving  Amy,  they 
quickly  realized  that  the  camp  had  a fully  trained  staff  and  offered 
Amy  social  and  recreational  opportunities  not  otherwise  available. 


Pediatric  Nursing  Home  - There  are  a limited  number  of  pediatric  nursing  homes  in 
Massachusetts  which  occasionally  have  a bed  available  for  respite  care.  This  service 
is  primarily  available  to  individuals  under  the  age  of  21  years  who  require  24-hour 
nursing  care  and  supervision. 

Case  Example; 

Mr.  and  Mrs.  \A/hite  have  a 13-year  old  son  named  Barry,  whose  brain 
damage  has  resulted  in  both  mental  and  physical  handicaps.  He 
cannot  walk  and  uses  a wheelchair  to  get  around.  His  daily  routine 
requires  help  with  bathing,  dressing,  and  meals,  plus  a 30-minute 
exercise  program  twice  a day. 

Barry  is  an  only  child.  His  parents  married  when  they  were  in  their 
early  40's,  and  they  have  always  cared  for  their  son  at  home.  One  of 
the  reasons  Mrs.  White  feels  she  has  managed  so  well  up  to  now  is 
her  prior  training  as  a nurse. 

Mrs.  White's  current  problem  is  that  as  Barry  enters  adolescense,  his 
increased  weight  and  height  make  his  care  more  physically 
demanding. 


27 


She  is  feeling  the  need  for  some  temporary  relief  as  she  realizes  the 
potential  risk  to  her  own  health.  She  is  considering  two  options 
available  for  respite  care:  to  schedule  a home-health  aide  to  come 
to  the  home;  or  send  Barry  for  brief  stays  in  a pediatric  nursing 
home. 

Although  Mrs.  White  has  been  assured  of  competent  care  whichever 
alternative  she  selects,  she  decides  the  pediatric  nursing  home 
setting  would  be  preferable  for  several  reasons.  It  would  give  her  a 
more  complete  break  since  Barry  could  stay  overnight.  She  is 
reassured  by  the  24-hour  staffing  in  such  a facility  and  feels  they 
would  be  able  to  handle  any  situation.  In  addition,  she  feels  Barry 
needs  exposure  to  different  situations  and  people  and  that  this  could 
be  an  ideal  opportunity  to  develop  his  independence. 


DEPARTMENf  OF  SOCIAL  SERVICES  (DSS) 

OSS  provides  an  array  of  temporary  child  and  adult  services  which  may  be  used 
to  relieve  temporary  family  stress  or  temporary  inability  to  care  for  children  or  the 
household.  Parents  of  developmentally  disabled  children  may  apply  for  these 
services.  Because  many  of  the  programs  were  not  designed  exclusively  for 
developmentally  disabled  persons,  the  availability  of  services  may  be  limited.  In 
1981,  however,  OSS  did  receive  special  funding  for  respite  care  for  developmentally 
disabled  persons. 

Case  Example: 

The  principal  at  a junior  high  school  has  notified  the  area  DSS  office 
about  a possible  case  of  child  abuse.  The  school  nurse  had  seen 
multiple  extensive  bruises  over  the  arms  and  legs  of  a 13-year  old 
developmentally  disabled  girl  named  Nancy.  The  social  worker 
evaluating  the  case  has  subsequently  confirmed  the  school's 
suspicions. 

Because  of  the  family  situation  and  Nancy's  special  needs,  DSS  has 
recommended  temporary  foster  care  for  Nancy's  protection. 
Apparently,  the  beating  episode  was  precipitated  by  the  father's 
anger  when  Nancy  lost  a new  sweater.  The  social  worker  feels, 
however,  that  the  violence  of  the  father's  response  is  indicative  of 
much  more  serious  problems  within  the  family.  The  decision  to 
provide  temporary  foster  care  was  partially  in  response  to  Nancy's 
physical  condition,  her  fear  of  further  harm,  and  the  father's  request 
to  "get  her  out  of  my  house". 

Because  of  Nancy's  mental  retardation  and  physical  handicap,  the 
DSS  office  expects  it  may  be  particularly  difficult  to  find  an 
appropriate  foster  home.  Meanwhile,  the  DSS  respite  house  will 
offer  Nancy  a safe,  structured,  and  supportive  environment  until 
this  can  be  resolved. 
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OFFICE  FOR  CHILDREN  (QFC) 

When  all  other  funding  sources  have  been  exhausted  or  denied,  the 
Massachusetts  Office  for  Children  can  provide  a very  limited  amount  of  funding  for 
respite  care  services  in  certain  cases.  Respite  care  is  not  provided  directly  by  OFC, 
but  only  through  a local  agency  or  program  referred  to  as  a "vendor". 

* * * 

The  following  chart  illustrates  the  current  organizational  structure  of  services 
for  the  developmentally  disabled  population  in  Massachusetts.  It  is  included  here  to 
provide  you  with  an  important  perspective  on  where  your  services  fit  into  the 
statewide  system. 


RESPITE  CARE  IN  MASSACHUSETTS 
State-funded  Programs 
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Funding  conduit  • Home  health  agency  • Foster  care 

In-home  caregivers  • Campership  • Emergency  services 

Respite  houses  • Pediatric  nursing  home  • Campership 

Community  residence 
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VII.  PLANS  OF  CARE 

The  Individual  Service  Plan  (ISP)  and  Individual  Educational  Plan  (lEP)  are  two 
types  of  "plans  of  care".  The  specifics  of  each  are  described  in  the  subsequent 
pages.  Sample  forms  are  provided  in  the  reference  section  at  the  end  of  this  unit. 

In  recent  years  the  United  States  District  Court  in  Massachusetts  has 
negotiated  an  agreement  between  the  Commonwealth  and  mentally  retarded 
citizens  who  were  residents  of  five  state  facilities  at  Belchertown,  Wrentham, 
□ever  and  Fernald  State  Schools,  and  the  Monson  Developmental  Center.  This  set 
of  agreements  has  resulted  in  a series  of  Consent  Decrees  which  mandate  the 
services  that  class  members  are  entitled  to  receive.  The  Individual  Service  Plan  to 
be  discussed  is  one  result  of  these  Consent  Decrees.  (See  the  reference  section  for 
a copy  of  the  "Massachusetts  Consent  Decrees  for  Mentally  Retarded  Citizens".) 

INDIVIDUAL  SERVICE  PLAN  (ISP): 

The  Individual  Service  Plan  is  simply  a plan  of  action.  The  purpose  of  the  ISP  is 
to  ensure  that  services  provided  or  purchased  by  the  Department  of  Mental  Health 
are  and  continue  to  be  the  most  appropriate  and  least  restrictive  adequate  service 
available.  The  ISP  is  developed  with  the  fullest  possible  participation  of  the 
individual,  guardian,  providers  and  family  unless  the  client  specifies  otherwise.  The 
ISP  must  be  positively  related  to  the  goals  of  attaining  the  most  self-fulfilling, 
independent  and  socially  competent  style  of  living  possible  for  the  developmentally 
disabled  individual. 

The  ISP  designates  who  provides  the  various  programs,  and  where  specific 
services  are  to  be  obtained.  It  outlines  in  detail  the  training  required  by  specifying 
objectives  and  by  breaking  the  training  down,  task  by  task.  As  a provider  of  respite 
services,  it  is  important  that  you  understand  your  role  and  specifically  what 
objectives  in  the  plan  of  care  you  are  responsible  for  addressing.  Your  supervisor 
will  provide  the  necessary  background  information  for  each  client  before  you  begin 
the  respite  program. 
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There  are  a number  of  services  that  can  be  provided  to  the  client.  Training  and 
direct  care  supplied  by  the  provider  may  be  supplemented  by  other  services  such  as: 


• Vocational  and  occupational 
training  (i.e.,  sheltered 
workshop,  day  activity,  etc.) 

• Sensorimotor  therapy 

• Speech  therapy 

• Occupational  therapy 

• Psychological  therapy/counseling 

• Social  services 

• Legal  services 


• Education 

• Physical  therapy 

• Audiological  services 

• Recreational  therapy 

• Art  therapy 

• Medical  and  dental  diagnosis 
and  treatment 

• Other  services  when  needed  or 
available 


The  responsibility  for  these  services  will  rest  with  the  appropriate  professionals 
designated  in  the  plan  of  care.  For  children,  these  services  are  usually  provided  in 
school;  for  adults,  the  services  can  be  provided  at  work  or  at  the  day  program  site. 


THE  INDIVIDUAL  EDUCATIONAL  PLAN  (lEP): 

Some  clients  between  the  ages  of  3 and  22  will  have  an  Individual  Educational 
Plan  (lEP)  which  is  administered  by  the  Massachusetts  Department  of  Education. 
The  specific  needs  of  the  individual  are  determined  by  an  interdisciplinary  Core 
Evaluation  Team  whose  recommendations  are  subject  to  the  consent  of  the  parents 
or  guardians  as  documented  in  the  lEP. 

Local  school  systems  are  required  by  Chapter  766*  of  the  Massachusetts 
Comprehensive  Special  Education  Act  of  1974  to: 

• evaluate  the  special  learning  needs  of  persons  between  the  ages  of  3 and  4; 

• develop  an  individualized  program  for  the  person; 

• provide  the  required  services  and  education  within  the  local  schools,  if  possible, 
or  in  another  school,  special  program  or  institution. 


* See  "Chapter  766  and  the  Rights  of  Parents"  in  the  Reference  Section. 
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The  Individual  Educational  Plan  usually  consists  of  a 30-hour  weekly  program  (5 
hours  a day,  6 days  a week)  which  includes  the  following  components: 

• a description  of  what  the  person  can  do  presently  and  under  what  conditions; 

• a description  of  the  child's  physical  problems; 

• a description  of  the  ways  the  child  learns  most  readily; 

• a statement  of  short  and  long-term  educational  goals  for  the  child  to 
accomplish  with  details  and  dates  for  progress  checks; 

• a description  of  specific  programs,  services,  people,  materials,  etc.,  that  will  be 
necessary  to  carry  out  the  plan; 

• a special  transportation  plan  if  needed; 

• parent  counseling,  if  needed,  and  if  parents  give  permission; 

• a description  of  the  type  of  program  in  which  the  child  will  receive  these 
services  and  how  much  time,  if  any,  he  will  spend  outside  the  regular  class. 

Prior  to  beginning  the  respite  program,  you  should  discuss  with  your  supervisor 
your  specific  area  of  responsibility  within  the  lEP. 
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HANDOUT 


VIII.  GUIDELINES  AND  POLICIES 


(1) 


The  following  guidelines  and  policies  address  some  of  the  common  concerns  and 
issues  that  you  may  encounter  in  the  provision  of  respite  services.  You  should 
become  familiar  with  your  agency's  specific  policies  and  guidelines  before  beginning 
your  service. 


, CONFIDENTIALITY 

Ij 

ASSIGNMENTS  AND  DUTIES 
SCHEDULE 

ADVICE  GIVING/GETTING 

MEDICAL  PROBLEMS  AND  CARE 
MEALS 

TELEVISION 

ARGUMENTS 


Except  with  professional  staff,  don't 
mention  client  names  or  give 
identifiable  information.  You  should 
not  chat  or  gossip  about  clients. 

Only  as  set  forth  in  the  plan  of  care. 
Changes  require  approval.  If  questions 
arise,  see  your  supervisor. 

As  set  forth  in  the  plan  of  care. 
Changes  require  professional  approval. 
If  questions  arise,  see  your  supervisor. 

Do  not  share  personal  or  health 
problems.  Do  not  offer  advice  unless 
indicated  in  the  plan  of  care.  Do  not 
question  the  plan  of  care  with  clients. 
If  you  have  problems  or  questions,  see 
your  supervisor. 

Avoid  discussing  diagnoses.  Encourage 
adherence  to  medical  prescriptions. 
Avoid  offering  opinions  about  care  or 
treatment  to  clients. 

Most  agencies  have  a policy. 

Child  Care  - you  may  have  meals  with 
the  family. 

Adult  Care  - usually  you  must  provide 
your  own  food. 

Smoking  is  usually  not  permitted. 


Usually  not  part  of  the  plan  of  care. 

If  you  need  to  express  your  feelings,  do 
so  with  staff  - do  not  express  anger, 
despite  provocation  by  clients. 

If  you  feel  the  situation  is  intolerable, 
ask  to  be  relieved  of  the  assignment; 
clients  have  the  same  privilege. 


3^ 


GIFTS  AND  PERSONAL  COMPENSATION 

COMPLAINTS  AND  GRIEVANCES  ABOUT 
YOUR  AGENCY  OR  ASSIGNMENTS 


Most  agencies  prohibit  you  from  giving 
and  taking  gifts,  money,  clothing,  etc. 

Do  not  share  complaints  about  the 
agency  with  clients. 

Maintain  a serene  attitude  in  their 
home. 

Oo  not  use  clients  as  supports.  See 
your  supervisor  as  soon  as  possible  to 
discuss  issues. 


* * * 


WORKER  LIABILITY: 

Existing  draft  respite  care  regulations  do  not  require  liability  insurance.  You 
should  check  with  your  agency  to  find  out  if  your  work  is  covered  through 
professional  liability  insurance.  You  can  avoid  unnecessary  legal  action  by  adhering 
to  your  agency's  written  policies  and  by  maintaining  records  on  services  you  provide 
to  your  clients. 
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IX.  RECORD-KEEPING^^^ 

Clear  documentation  and  records  support  good  communication  and  help  to  avoid 
problems  within  your  service  delivery.  They  also  increase  the  potential  for 
additional  funding  by  providing  documentation  of  the  value  of  the  service. 

FOR  YOURSELF: 

Personal  Professional  Profile;  resume 
Training  Documentation;  certificates 
Job  Responsibilities:  contracts  or  agreements 
Payment  Records;  time  log 

Emergency  Fact  Sheet;  listing  of  important  phone  numbers  and  contacts 
FOR  THE  CLIENT; 

Individual  Service  Plan  (ISP);  background  information,  current  status  and  future  goals 
Individual  Education  Plan  (lEP);  background  information,  current  status 

and  future  goals 

Quarterly  Reviews:  status  report  on  three-month  objectives 
Progress  Notes:  current  status  entries 
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HANDOUT 


SAMPLE  FORMS 

The  following  sample  forms  currently  used  by  various  State  agencies  illustrate 

the  types  of  information  that  may  be  available  to  a provider  of  services  to 

developmentally  disabled  persons. 

AUTHORIZATION  TO  SECURE  EMERGENCY  TREATMENT; 

Completed  by;  parent  or  guardian. 

Purpose;  provides  legal  authorization  to  obtain  emergency  treatment.  Although 
the  form  is  available,  the  parent  or  guardian  must  be  contacted  as  soon  as 
possible. 

IDENTIFICATION  FORM; 

Completed  by;  Area  Office  when  client  is  determined  eligible  for  DMH  services. 

Purpose;  To  maintain  a permanent  up-to-date  record  of  identifying  information. 

QUARTERLY  SERVICE  AGREEMENT; 

Completed  by;  Vendor  agency  (organization  providing  direct  service  to  the 
individual). 

Purpose;  Provide  an  agreement  between  the  vendor  agency  and  client  as  to  what 
services  will  actually  be  provided  on  a quarterly  basis. 

PROGRESS  NOTES; 

Completed  by;  All  staff  members  involved  with  the  individual's  care. 

Purpose;  To  document  all  clinically  related  information  concerning  the  client  which 
is  not  recorded  on  any  other  special  form  and  to  elaborate  on  and/or 
reference  information  recommended  elsewhere.  Also  to  provide  a 
chronogical  record  of  the  client's  experience. 
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SPECIALIZED  HOME  CARE  PROJECT 


AUTHORIZATION  TO  SECURE  EMERGENCY 
MEDICAL  TREATMENT 

E;  Andrews,  Michael  DATE:  6-9-78 

(Name  of  Client) 

Mr.  and  Mrs,  James  R.  Wilson,  83  Maple  Street,  Granit.  MA 
(Name  and  Address  of  Care  Provider (s) 


;ive  Mr.  and  Mrs.  James  R.  Wilson  permission  to  secure  emergency  medical 
(Care  Provider(s)) 

,reatraent  and  to  consent  to  the  administration  of  anesthetics  and  to  the  perfor- 

lance  of  any  emergency  operation  upon  my  son/daughter/ward  Michael  Andrews 

(Name) 

it  Springdale  Hospital.  I wish  to  hfi_notified  of  the  emergency  by  the  Area 
director  or  his  designee.  Michael G.isj)  (is  not)  included  in  the  hospitalization 
olan: 


Name  of  Insurance  Company  Blue  Cross/Blue  Shield 


Poli^  Ntober  00013-3^,96-27 


SIOrrED: 


)^ega 


^^TOlogicajL  Parent  (s)/Legal  Guardian/Legal  Conservator/lrustee/lndividual 
Client) 


ADDRESS:  19  Stoney  Way,  Harbor,  ME 


PHONE:  381-0072 
(Home ) 


381-3^96 DATE:  6/9/78 

(Work) 
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NAME 


Michael  J.  Andro'vs 


0015023 


ENTRY  ADDRESS 

23  Elni  otreet,  Gpri  r;p:dale,  HA 


CURRENT  ADDRESS 


EuGiBi-  :'YDATE 

9_i_6? 


E.N'«v  PH  'Nf 

?1^-f 


0-^0^ 

• • L'  I 


CURRL.NT  RHONb 


SEX 

RACE 

RELIGION 

MARITAL  STAT 

language 

HEIGh' 

HAIR  COlOR 

B.  . I■''YPE 

Avj' 

M 

Cauc . 

Protest. 

s 

JlIiEi: 

29" 

32  lbs. 

Brov/n 

Brov.'i' 

A Poo. 

-K 

SOCIAL  SECURITY  NO 

CITIZENSHIP 

BIR'HPLACt 

BlR'^HDATE 

013-28-3943 

United  States 

Brookfield,  MA 

6-6-59 

WSTINGUISHING  MARKS.  SCARS.  ETC. 

Mole  on  back 


FATHER'S  NAME 

Thomas  M. 


Arxdrevs 


FATHER'S  BIRTHOATE 

1-24-16 


FATHER'S  birthplace 

Brookfield,  MA 


FATHcR  ’ 

Yes 


MOTHER  c'VING''’ 

Yes 


mother  s MAIDEN  NAME 

Alice  J.  Moss 


MOTHER'S  BIRTHDATE 

^-3-lS 


MOTHER'S  BIRTHPLACE 

Brookfield,  MA 


PARENTS  marital  STATUS 

Marrie  d 


area  of  MEANINGFUL  TIE 

Sprin>tdale 


REFERRAL  SOURCE 

Dr.  Arthur  King  (family  physician) 


ACCOMPANIED  BY 


HEALTH  INSURANCE,  FINANCIAL  SUPPORT,  & OTHER  ENTITLEMENTS 


SOURCE  AND  TYPE 

IDENTIFICATION  NUMBER 

BENEFITS 

EXPIRATION 

DATE 

EXPIRED 

(X) 

Suopl.  Soc.  Sec. 

069-28-3917 

S270. 00/month 

Medicaid 

> 

00-000-00-069-28-39170 

Health /Medical 

Prudential  Life  Ins. 

Policy 

SIOCO.OO 

FAMILY,  GUARDIAN,  CONSERVATOR,  & OTHER  INTERESTED  PERSON 


C 


Specjfy  primary  emergency  contact  { *^) 


NAME 

RELATION 

ADDRESS 

PHONE 

DATE  ADDED 

DATE 

REMOVED 

REASON  FOR 
REMOVAL 

Andrev;s,  Thomas 

Father 

23  51m  St. 
Springdale,  MA 

617- 

213-8181 

9-10-62 

X 

Andrev/s.  Alice 

Mother 

23  Elm  St. 
Springdale , MA 

617- 

213-8181 

9-10-62 

X 

Andrev/s.  James 

Brother 

19  Stoney  Way 
• Harbor.  ME 

381-0072 

q-10-6? 

X 

D.O.B. 

a 


CLIENT  NAME 

Andrev/s,  Michael 

RECORD  LOCATION  Entry  Date 


6-6-5y 


.D.  p-  GO'^5028 


9/1/62 


OCRS  A-1 


area 

COMMONWEALTH  OF  MASSACHUSETTS 

;;L  .:tjy 

IDENTIFICATION  FORM 


30M  5 '80  152736 
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Tests  (structtired  and 
operational) 

7- 

Not  caDatlc 
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Capable 

Passed  Test  after  on-going 

training 
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Capable 

Passed  Test  after  on-going 
training 

7- 

Capable 

Passed  Test  after  on-going 
training 

7- 
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PAST  AND  CURRENT  PROVIDERS  OF  SERVICES 


START 
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STOP 
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CITY  AND  STATE 

PROGRAM 

9-66 
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Living  and  Learning  School 

Springdale,  MA 
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Education 
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6-78 
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Educational 

Vocational 
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On-going 

Work  Opportunities  Center 
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ANNUAL 

OBJ. 

LTR 
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ANNUAL  OBJECTIVE 

V/ill  v/ash  hands  before  every  meal 
indeiDendently 

BJ. 

QUARTERLY  OBJECTIVE 

INTERVENTION 

(Check  if  cent  on  back) 

Wash  hands  before  every  meal  upon  request 
and  v;hen  given  physical  assistance 

O.T.R,  Jean  King  v/ill  train  H.H.A,  Mary 
Jones  using  total  task  presentation. 

See  attached  task  analj^sis.  H.H.A. 
v.'ill  train  for  5 minutes  before  every  meal 

H- 


ii-* 
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verbal  assistance.  Social  praise  for  re- 
inforcement after  completion  of  task. 
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HRS. 
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DATE 
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3 
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All  entries  must  be  signed 

1 12/28/ 

f J77 

DC 

3 

Wardrobe — Objective  should  be  attained  by  January  15* 

Sharon  O'Neill 

1/6/78 

DC 

F 

Hyp;iene  Obj.  1 — Michael  is  now  doing  much  better  on  v^ashing  his  hands 

although  he  has  some  problems  keeping  his  sleeves  rolled  up. 

> 

Sharon  O'Neill 

1/6/78 

OTR 

T7' 

iL 

Dressing  Obj.  1 — Michael's  buttoning  is  progressing  at  a rate  v/here 

he  should  meet  the  objective  on  schedule. 

G 

Domestic  Obj.  1 — Michael  is  now  down  to  about  six  minutes  in  bedmak- 

ing. 

G 

Domestic  Obi.  2 — Nov;  that  he  has  learned  to  operate  the  dumpster. 

1 

v;e  are  concentrating  on  Michael's  returning  without  being  sidetracked 

F 

Hygiene  Obj.  1 — Michael  has  begun  to  show  progress  with  his  tooth- 

brushing.  He  only  occasionally  hesitates  between  steps. 

Norma  Beattie 

1/6/78 

Psych 

K 

Self  Stimulation  Obi.  2 — As  expected,  the  first  month  of  implementa- 

tion  resulted  in  an  initial  increase  in  twirling  and  thumbsucking 

behavior  to  12  incidents  per  hour.  It  has  now  leveled  off  at  9.5 

per  hour- 

Douglas  McCallum 

1/7/78 

Ed 

I 

Signing  Obi.  1 — Michael  can  now  use  five  signs  without  assistaince. 

J 

Pre-Vocational  Obj.  1 — Michael  is  now  at  about  55°/°  accuracy.  It 

should  take  about  another  month  to  reach  50?o. 

J 

Pre-Vocational  Obj.  2 — Michael's  error  rate  is  down  to  5^/°  and  he  is 

producing  at  a ^5°/o  of  normal  production  rate. 

Gerald  Morrissey 

1/8/78 

AT 

H 

Leisure  Obj.  2 — Michael  can  color  when  provided  borders.  Helen  Hetu 
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X.  SUMMARY 

This  unit  has  introduced  you  to  your  various  roles  and  responsibilities  as  a 
provider  of  respite  care  to  developmentally  disabled  individuals.  We  have  attempted 
to  provide  you  with  some  personal  as  well  as  historical  insights  into  stereotyped 
attitudes  and  how  they  affect  our  treatment  of  others. 

You  should  now  have  a general  understanding  of  the  overall  state  service 
system  and  some  of  the  specific  services  offered  by  agencies  within  the  system.  In 
particular,  you  should  feel  more  comfortable  in  your  role  as  a member  of  a 
multi-disciplinary,  mutually  supportive  care  team. 

Our  discussion  of  plans  of  care  was  intended  to  familiarize  you  with  types  of 
procedures  in  effect  in  different  agencies  and  to  demonstrate  how  general  policies 
can  be  translated  into  achievable,  measurable  activities  and  goals. 
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THE  MASSACHUSETTS  CONSENT  DECREES 
FOR 

MENTALLY  RETARDED  CITIZENS 


INTRODUCTION: 

This  material  was  prepared  by  the  Department  of  Mental  Health,  Division  of 
Mental  Retardation  to  serve  several  purposes.  It  is  of  primary  importance  that 
citizens  of  the  Commonwealth  are  informed  about  the  consent  decrees. 

For  mentally  retarded  citizens,  their  families,  guardians,  representatives, 
advocates,  it  is  vital  that  they  not  only  know  what  the  consent  decrees  specify  but 
that  they  act  to  obtain  the  services  to  which  they  are  entitled. 

The  Department,  in  its  efforts  to  provide  the  necessary  and  appropriate 
services  and  programs  to  mentally  retarded  citizens,  will  be  assisted  if  people  are 
adequately  informed. 

This  information  does  not  purport  to  raise  all  the  questions  or  to  provide 
detailed  answers.  It  is  a beginning.  There  is  an  expectation  that  citizens  will 
contact  their  local  area  and  regional  Department  of  Mental  Health  offices  to  make 
further  inquiries  and  obtain  the  necessary  information. 

It  is  important  to  note  that  this  information  is  restricted  to  the  five  state 
mental  retardation  facilities  that  are  under  consent  decrees.  The  information  does 
not  apply  to  various  pending  suits  or  consent  decrees  involving  other  state 
institutions  wherein  services  and  programs  are  provided  to  mentally  retarded 
citizens. 

WHAT  IS  A CLASS  ACTION  LAWSUIT? 

It  is  a legal  procedure  that  permits  one  or  more  persons  to  seek  relief  through 
the  courts  on  behalf  of  themselves  and  all  others  similarly  situated  in  a perceived 
unfairness.  If  this  small  group  of  individuals  succeeds  in  persuading  the  court,  a 
much  larger  number  of  individuals  benefits  from  the  action. 

WHAT  IS  A CONSENT  DECREE? 

It  is  a court  ratified  and  enforced  agreement  that  resolves  the  contested  issues 
between  opposing  parties,  the  plaintiffs  and  the  defendants,  to  the  lawsuit.  A 
consent  decree  is  reached  after  a lawsuit  is  initiated.  At  the  time  the  consent 
decree  is  adopted  by  a court,  the  decree  becomes  the  judgment  of  the  court. 
Because  a consent  decree  is  court  ratified,  it  carries  the  same  weight  as  any  other 
court  order,  and  may  be  enforced  in  the  same  manner. 

There  may  be  two  types  of  consent  decrees: 

Final  Decree  - fully  and  finally  disposes  of  the  whole  litigation;  determines  all 
questions  raised  by  the  case;  leaves  nothing  that  requires  further  judicial  action. 
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Interim  Decree  - a provisional  or  preliminary  decree  which  is  not  final  and  does  not 
determine  the  suit,  but  directs  some  further  proceedings  in  preparation  for  the  final 
decree. 

Final  consent  decrees  may  be  modified  after  their  adoption  upon  request  by  the 
parties  and  approval  by  the  court.  This  allows  for  the  accommodation  of  changing 
circumstances.  The  court  will  typically  retain  jurisdiction  as  with  interim  consent 
decrees,  particularly  to  ensure  compliance  with  the  court's  order. 

Interim  consent  decrees  require  that  jurisdiction  be  retained  by  the  court.  This 
is  for  the  purpose  of  enabling  any  party  to  apply  at  any  time  for  further  relief  which 
may  be  necessary  or  appropriate  for  the  interpretation,  enforcement,  or 
modification  of  the  decree  terms  or  any  of  its  provisions.  Also,  it  provides  for  the 
supervision  and  approval  of  the  resolution  of  issues  left  open  for  further  planning 
and  negotiation. 

Legal  Action  Brought  on  Behalf  of  Mentally  Retarded  Citizens,  as  a Class,  in  the 
fmmmmweaith  of  Massachusetts;  ~ =- 

During  the  last  decade,  five  state  facilities  for  mentally  retarded  persons  have 
been  involved  in  class  action  lawsuits  filed  in  the  United  States  District  Court  for 
the  District  of  Massachusetts.  The  state  facilities  are  Belchertown,  Wrentham, 
Dever  and  Fernald  State  Schools  and  the  Monson  Developmental  Center.  The 
lawsuits  were  filed  against  the  Commonwealth  in  order  to  secure  for  all  class 
members  the  right  to  care  and  treatment  which  meets  minimal  constitutional 
requirements. 

The  plaintiffs,  the  parties  bringing  the  action,  include:  mentally  retarded 
citizens,  their  parents  and  guardians,  and  the  Massachusetts  Association  for 
Retarded  Citizens  (MARC).  The  defendants,  the  parties  against  whom  relief  is 
being  sought  in  the  action,  include:  the  Governor,  the  Secretary  of  Administration 
and  Finance,  the  Secretary  of  the  Executive  Office  of  Human  Services,  the 
Department  of  Mental  Health  to  include  the  Commissioner,  the  Assistant 
Commissioner  for  Mental  Retardation,  the  Regional  Services  Administrators,  and 
the  state  mental  retardation  facility  superintendents. 

The  Class  Members  of  the  Massachusetts  Consent  Decrees: 

A class  member  is  a member  of  a plaintiff  class  from  either  Fernald, 
vVrentham,  Dever,  Belchertown  State  Schools  or  the  Monson  Developmental  Center. 
The  plaintiff  class  includes  persons  who: 

• resided  at  the  state  school  or  the  developmental  center  on  or  after  the  date  the 
lawsuit  was  filed; 

• were  on  the  residential  rolls  of  a state  school  or  the  developmental  center  on  or 
after  the  date  the  lawsuit  was  filed;  (a  person  on  the  residential  rolls  may  or 
may  not  reside  at  the  facility  but  has  not  been  discharged  from  the  facility 
through  established  procedures  of  the  Department  of  Mental  Health); 

• were,  regardless  of  the  dates  the  lawsuits  were  filed,  former  residents  of 
Wrentham  or  Dever  state  Schools  who  are  readmitted  and  remain  for  thirty  (30) 
consecutive  days  or  more  at  one  of  these  schools  for  emergency,  respite  care  or 
specilized  intensive  services; 


50 


• were  admitted  to  Fernald,  Dever,  Wrentham  or  Belchertown  State  Schools  or 

the  ivlonson  Developmental  Center  on  or  after  the  dates  the  lawsuits  were  filed 

and  resided  for  thirty  (30)  consecutive  days  or  more. 

The  date  the  lawsuit  was  filed  for  each  state  school  under  a consent  decree  is; 
Belchertown  2/2/72;  Fernald  7/23/74;  \A/rentham  12/4/75;  Dever  12/17/75;  Monson 
9/17/75. 

Class  members  total  6000  - 7000  persons,  4500  of  whom  currently  reside  in  the 
state  schools.  A person's  status  as  a class  member  is  permanent,  therefore,  a 
change  in  residential  settings  does  not  affect  the  class  member's  status. 

The  Court's  Role  in  the  Consent  Decrees; 

Judge  Joseph  L.  Tauro  of  the  U.S.  District  Court  for  the  District  of 
Massachusetts  supervised  the  negotiations  which  resulted  in  the  agreements  between 
the  Commonwealth  and  the  plaintiffs.  The  agreements  were  embodied  in  consent 
decrees.  The  Court  formally  adopted  the  decrees  and  they  became  the  judgment  of 
the  Court. 

The  Court  adopted  the  consent  decrees  in  order  to  establish  a framework  for 
providing  a suitable  living  environment  and  habilitation  services  for  each  class 
member,  in  accordance  with  federal  and  state  constitutional  standards.  Until  futher 
order,  jurisdiction  over  the  consent  decrees  is  retained  by  the  Court  for  the  purpose 
of  enabling  any  party  to  apply  at  any  time  for  further  relief  as  may  be  necessary  or 
appropriate  for  interpretation,  implementation,  enforcement  or  modification  of  the 
consent  decree  terms;  and,  supervision  and  approval  of  the  resolution  of  issues  left 
open  for  further  planning  and  negotiation,  in  particular,  the  development  of 
residential  facilities  and  a system  of  community  services. 

The  consent  decrees  are  binding  on  the  Commonwealth  unless  modified  by  a 
court  of  competent  jurisdiction.  By  virtue  of  the  Supremacy  Clause  of  Article  IV  of 
the  United  States  Constitution,  these  consent  decrees  supersede  conflicting  state 
law.  Any  purported  conflict  between  the  Court's  consent  decrees  and  other  federal 
laws  or  regulations  can  only  be  resolved  authoritatively  by  the  Court. 

The  United  States  District  Court  is  solely  empowered  to  waive  or  modify  the 
consent  decrees.  The  Court  supervises  the  defendants'  obligations  toward  the  class 
members.  Consistent  with  the  consent  decrees,  the  Court  has  empowered  a court 
monitor  to  act  as  the  arm  of  the  Court  during  the  implementation  of  the  decress. 

The  Role  of  the  Court  Monitor; 

The  Office  of  the  Court  Monitor,  its  powers  and  duties,  was  established  and 
defined  by  the  Fernald,  Wrentham  and  Dever  consent  decrees.  By  agreement  of  the 
parties,  the  Monitor's  jurisdiction  includes  the  Monson  and  Belchertown  consent 
decrees  as  well.  The  Monitor's  jurisdiction  extends  to  all  aspects  of  the  five  consent 
decrees  and  every  program  which  serves  a class  member. 
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The  Court  Monitor  is  responsible  solely  to  the  Court  and  must  review  and  report 
to  the  Court  the  progress  toward  implementation  with  the  goal  of  facilitating 
compliance  by  the  defendants.  The  Monitor  submits  reports  to  the  Court  and  parties 
every  three  months  describing  progress  achieved  in  complying  with  the  provision  of 
the  consent  decrees. 

The  Monitor  works  with  the  parties  on  a full-time  basis;  and  may  make 
suggestions  to  the  defendants  concerning  methods  of  facilitating  compliance  and  has 
the  authority  to  make  formal  recommendations  when  defendants  are  not  in 
compliance.  Such  recommendations  are  binding  on  the  parties  unless  appealed  to 
the  Court. 

The  Monitor  offers  the  services  of  his  office  to  the  parties  as  a coordinator, 
mediator,  or  facilitator  but  does  not  impose  a resolution  if  one  can  be  otherwise 
attained. 

The  Monitor  has  the  responsibility  to  respond  to  the  complaints  and  requests  for 
specific  actions  by  any  party  or  other  person  affected  by  the  consent  decrees.  If  an 
individual  complaint  or  problem  is  not,  or  cannot  be  resolved  through  existing 
procedures  of  the  Department,  then  any  employee  or  agent  of  the  defendant,  any 
resident,  class  member,  guardian,  advocate  or  other  representative  of  a class 
member  may  bring  any  situation  or  disagreement  related  to  the  provisions  of  the 
decrees  to  the  attention  of  the  Monitor  for  appropriate  action.  The  Monitor's  action 
on  individual  complaints  or  problems  is  considered  final  and  inappropriate  for  review 
by  the  Court. 

The  Monitor  is  granted  access  to  all  necessary  information,  people,  records, 
residential  environments  and  program  areas,  and  is  permitted  to  interview  any 
person  affected  or  involved  in  the  implementation  of  the  consent  decrees. 

The  Monitor  ensures  that  work  on  the  consent  decree  tasks  moves  forward  with 
appropriate  speed.  The  plaintiffs  and  defendants  must  cooprate  with  the  Monitor's 
efforts  to  facilitate  compliance. 

The  Defendant's  Basic  Responsibilities  as  Outlined  in  the  Consent  Decrees: 

The  defendants  in  the  consent  decrees  are:  the  Governor,  the  Secretary  of 
Administration  and  Finance,  the  Secretary  of  the  Executive  Office  of  Human 
Services,  and  the  Department  of  Mental  Health  to  include  its  Commissioner,  the 
Assistant  Commissioner  for  Mental  Retardation,  the  Regional  Services 
Administrators  and  the  state  mental  retardation  facility  superintendents. 

The  consent  decrees  differ  by  state  schools  but  they  commonly  require  the 
following  to  be  accomplished  by  the  defendants: 

• Undertake  appropriate  and  necessary  actions  to  implement  the  decrees  and 

make  the  best  effort  to  ensure  the  full  and  timely  financing  of  the  decrees; 

• Make  the  best  effort  to  secure  the  funding  approval  to  pay  for  capital  programs; 
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• Comply  with  the  specifications  of  the  consent  decrees  and  subsequent  court 
orders; 

• Ensure  that  class  members  are  accorded  their  legal  rights; 

• Provide  services  to  each  class  member  on  a lifetime  basis  for  so  long  as 

services  are  needed; 

e Provide  sufficient  personnel  in  the  state  schools  and  the  developmental  center; 

• Develop,  review  and  implement  an  individual  service  plan  for  each  class 

member; 

• Provide  an  habilitation  program  and  residence  in  the  least  restrictive  and  most 
normal  setting  appropriate  to  meet  each  class  member's  needs; 

• Develop  and  operate  community  facilities  as  necessary  to  meet  class  member's 
needs; 

• Monitor,  evaluate  and  manage  the  system  of  community  services; 

• Provide  an  appeal  and  grievance  hearing  process. 

The  Department  of  Mental  Health,  through  its  central,  regional  and  area  offices 

and  superintendents,  is  responsible  for  the  following  activities  as  indicated  in  the 

consent  decrees: 

• Ensure  that  each  class  member  will  reside  in  a safe,  humane,  clean,  healthy, 
and  appropriate  living  environment  which  is  as  normal  as  possible; 

• Provide  staff  resources  in  the  state  schools  and  in  the  community,  as  needed  to 
meet  the  requirements  of  the  decrees; 

• Supply  needed  clothing,  food,  medical  care  and  habilitative  programs  in  the 
state  schools  and  developmental  center; 

• Improve  residential  living  environments  in  the  state  schools  and  the  community; 

• Develop  and  implement  an  individual  service  plan  for  each  class  member; 

• Strengthen,  expand,  and  maintain  the  capacity  and  capability  of  regional  and 
area  Department  of  Mental  Health  offices  to  effectively  manage  and  soundly 
administer  the  community  service  delivery  system; 

• Ensure  that  the  Department's  area  offices  are  directly  responsible  for  the 
provision  and  coordination  of  direct  services  to  the  mentally  retarded  in  the 
community; 

• Place  class  members  into  alternative  residential  settings  in  accordance  with 
class  member's  area  of  meaningful  tie,  with  regard  to  personal  wishes,  and 
consistent  with  the  individual  service  plan  regulations; 
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• tonsure  quality,  adequate,  and  appropriate  community  services  through  such 
activities  as  licensing,  evaluation  and  independent  professional  review; 

• Develop  client  cost  models  with  client  specific  information  for  continuous  new 
program  planning,  development,  budgeting  and  implementation  on  the  basis  of 
client  need  in  community  settings; 

• Ensure  that  future  program  planning  and  the  development  of  a service  delivery 
continuum  are  predicated  upon  the  principle  of  normalization; 

• Investigate  any  complaints  brought  to  the  attention  of  the  court  monitor. 

The  service  providers  when  contracting  with  the  Department  of  Mental  Health 

are  responsible  for  the  following  activities; 

• Ensure  through  its  contract  with  the  Department  that  when  serving  class 
members,  compliance  is  maintained  with  the  provisions  of  the  consent  decrees; 

• Provide  services  in  accordance  with  its  contact  with  the  Department,  each 

class  member's  individual  service  plan,  and  the  requirements  of  the 

Department's  regulations; 

• Provide  services  in  the  most  culturally  normative  and  least  restrictive 

environments; 

• Provide  through  the  individual  service  plan  process,  an  annual  assessment  of  the 

class  inember  in  as  many  of  the  areas  of  need  (daily  living  skills,  dental, 
medical,  psychological,  social  entitlements,  legal,  educational,  training, 

vocational)  as  the  provider  considers  necessary  and  sufficient  after  consultation 
with  the  class  member  and  guardian  and  subject  to  the  review  of  the  service 
coordinator; 

• Provide  services  in  accordance  with  the  class  member's  individual  service  plan 
and  provide  at  least:  a social  diagnosis,  evaluation  and  assessment,  periodic 
review,  arrangement  for  appropriate  services,  training  and  counseling  in  daily 
living  activities  - community  living  skills  - leisure  time  activities,  and  training 
in  functional  and  developmental  activities; 

• Develop  and  implement  quarterly  service  agreements  for  each  member  as  part 
of  the  individual  service  plan  containing  specific  quarterly  objectives  and 
specific  services  to  be  provided,  including  intervention  strategies  to  be  used  for 
the  achievement  of  specific  quarterly  objectives; 

• Provide  in  writing  its  policies,  procedures  and  standards  for  each  class  member 
with  regard  to;  receiving  visitors;  receiving  and  making  phone  calls;  private 
storage  and  living  areas;  associating  with  other  persons;  marrying  or  entering 
into  contracts;  entering  and  leaving  the  premises  at  any  or  all  times;  additional 
rights  outlined  in  Department  law  and  regulation; 

• Provide  written  policies,  procedures  and  standards  for  receiving  and  handling 
class  member's  personal  funds; 
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• Ensure  that  any  personal  funds  received  on  behalf  of  or  by  a class  member  are 
deposited  in  the  person's  personal  bank  account; 

• Maintain  records  for  each  class  member  in  the  program; 

• Accept  for  services  only  the  class  member  who  is  within  its  professional  and 
physical  capacity  to  serve; 

• Comply  with  all  applicable  local,  state  and  federal  regulations  and  statutes. 

Class  Members  Entitlements  through  the  Consent  Decrees; 

Each  class  member  is  entitled  to: 

• A written  individual  service  plan  which  specifies  in  detail  the  individual's 
capabilities  and  needs  for  services  with  methods  to  be  used  to  provide  such 
services; 

• Services  that  are  recommended  in  the  individual  service  plan  on  a lifetime  basis 
for  so  long  as  such  services  are  needed  and  authorized  by  the  class  member  or 
guardian; 

• Receive  active  treatment  in  accordance  with  the  individjal  service  plan; 

• An  habilitation  program  that  provides  care,  treatment,  training  and  education 
that  will  enable  the  class  member,  regardless  of  the  degree  of  handicapping 
conditions,  to  develop  and  lead  a life  as  close  to  normal  as  possible; 

• Placement  in  a residential  environment  as  close  as  practicable  to  the 
geographic  area  in  which  the  class  member  has  the  closest  contacts,  such  as, 
family,  program,  friendship  ties,  and  with  regard  to  personal  wishes; 

• A residential  living  environment  which  is  in  the  least  restrictive  and  most 
normal  setting  appropriate  to  meet  the  individual's  needs.  The  living 
arrangements  must  enable  a class  member  to  live  as  normal  a life  as  possible,  in 
settings  integrated  with  the  non-retarded  community  to  the  fullest  extent 
possible.  Living  environments  must  be  safe,  humane,  clean,  healthy  and 
appropriate.  The  living  environments  and  other  environmental  conditions  are 
designed  for  providing  maximum  habilitation,  privacy,  accessiblity  for  the 
multiply  handicapped,  and  training; 

• A full  and  fair  opportunity  to  resolve  all  questions  relating  to  the  adequacy  of  a 
new  placement  in  respect  to  the  individual's  needs; 

• At  a minimum  the  following  services:  adequate  medical,  dental,  audiological, 
neurological,  and  pharmacological  services  and  other  health  related  services; 
annual  comprehensive  medical  and  dental  examinations;  appropriate 
recreational  and  educational  services;  crisis  intervention  services  in  emergency 
situations;  sufficient  transportation  to  attend  recommended  program  activities 
and  professional  services  and  participate  in  recreational  activities;  shopping  and 
other  community  activities;  appropriate,  well-balanced  and  sufficient  meals; 
adequate  and  appropriate  clothing,  linen  and  laundry; 
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• Rights  regarding  such  matters  as  personal  dignity,  freedom  from  physical  or 
psychological  abuse  and  mistreatment,  restraints,  and  inappropriate  medication 
and  research; 

• The  availability  at  all  times  of  respite  care  services,  temporary  residential 
assistance  and  emergency  services; 

• Initiate  at  any  time  a request  for  transfer  to  a more  appropriate  setting; 

• Remain  a class  member  of  a permanent  basis  regardless  of  any  change  in 
residential  settings; 

• The  right  to  challenge  an  immediate  placement  after  an  emergency  placement 
has  been  affected; 

• A prompt  investigation  and  subsequent  report  made  under  the  direction  of  the 
superintendent  or  area  director,  if  a class  member  is  involved  in  an  alleged 
incident  of  abuse,  neglect  or  mistreatment; 

• Have  his  guardian,  parent  or  representative  notified  unless  class  member 
knowingly  objects,  if  the  class  member  is  seriously  injured  or  is  seriously  ill  and 
a physician's  attention  is  required; 

• Bring  a situation  or  disagreement  related  to  the  provisions  of  the  consent 

■ decrees  to  the  attention  of  the  Court  Monitor  for  appropriate  action  (the 

guardian,  advocate  or  representative  may  do  so  as  well); 

• Object  to  the  Court  Monitor's  response  and  may  request  a hearing  before  the 
Court; 

• Appeal  any  decision,  action  or  inactivity  on  the  part  of  the  Department 
regarding  the  provision  of  treatment,  care  and  services; 

• Raise  objections  before  the  Court  regarding  Department  of  Mental  Health 
regulations  on  the  reights  of  the  mentally  retarded  person. 

A class  member,  residing  in  a state  school  or  developmental  center  that  is 
under  a consent  decree,  will  not  be  placed  in  a community  setting  or  transferred  to 
another  state  mental  retardation  facility  unless  and  until  the  regional  services 
administrator  or  designee  finds  that  such  a placement  or  transfer  will  offer  the 
individual  appropriate  services,  an  opportunity  for  personal  development,  and  a more 
suitable,  less  restrictive  living  environment.  The  regional  services  administrator  or 
designee  must  give  notice  to  the  class  member  prior  to  such  a placement  or 
transfer.  The  class  member  may  review  the  relevant  records  and  have  an 
opportunity  to  visit  the  proposed  new  residence. 

A class  member  residing  in  a state  school  or  institution  does  not  perform 
institutional  labor  involving  the  operation  and  maintenance  of  the  facility  except  to 
the  extent  such  labor  is  part  of  the  individual  service  plan  and  unless  the  class 
member  is  appropriately  compensated  for  labor  which  is  of  an  economic  benefit  to 
the  institution. 
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Additional  Information  Available  to  Explain  These  Issues; 

The  consent  decrees  contain  detailed  information-  concerning  the 
responsibilities  of  the  Commonwealth  to  the  class  members.  The  Wrentham,  Dever 
and  Fernald  consent  decrees  are  the  most  comprehensive  in  content.  It  has  been 
agreed  upon  by  the  plaintiffs,  Court  and  the  defendants  that  the  entitlements 
specified  in  these  three  decrees  are  to  be  accorded  to  class  members  in  the 
Belchertown  and  Monson  cases  as  well. 

The  Wrentham  and  Dever  consent  decrees  require  the  Department  of  Mental 
Health  to  develop  a community  plan.  The  plan  calls  for  the  development  and 
operation  of  community  facilities  and  programs  to  meet  the  needs  of  class 
members.  The  Community  Services  Development  Plan  was  prepared  by  the 
Department  of  Mental  Health,  Division  of  Mental  Retardation  in  October,  1979.  It 
was  approved  by  the  Administration  and  submitted  to  the  plaintiffs  for  review  and 
its  future  inclusion  in  the  Wrentham  and  Dever  final  decrees. 

The  Community  plan: 

1.  Sets  forth  a design  and  implementation  plan  for  a system  of  community 
services,  adequate  to  meet  the  changing  needs  of  all  class  members  who  will 
move  from  the  institution  to  the  community; 

2.  Addresses  not  only  future  placements  but  also  the  extent  to  which  existing 
services  need  to  be  upgraded  for  class  members  placed  in  the  community  since 
the  beginning  of  the  lawsuit; 

3.  Specifies  the  cost  of  all  components  including  guidelines  and  cost  standards  for 
residential,  day  and  support  services  based  on  existing  prototypes; 

4.  Guarantees  that  each  class  member  will  be  provided  services  in  the  least 
restrictive  environment,  appropriate  to  meet  the  individual's  needs; 

5.  Details  a plan  for  the  reallocation  of  institution  resources  for  community 
utilization; 

6.  Ensures  that  services  be  provided  to  each  class  member  on  a lifetime  basis  for 
so  long  as  needed; 

7.  Addresses  the  Department's  ability  to  monitor,  evaluate  and  manage  the  system 
of  community  services. 

Many  of  the  issues  incorporated  into  the  body  of  each  consent  decree  require  a 
more  detailed  explanation  to  ensure  thorough  and  accurate  implementation  for  all 
class  members.  These  issues  include  placement  into  alternative  residential  settings, 
individual  service  plan  development  and  procedures  for  the  appeal  of  proposed 
decisions.  The  explanatory  documents  will  range  in  form  from  policies  and 
procedures  to  state  regulations.  These  documents  are  being  developed  and  will  be 
distributed  and  implemented  during  this  year. 
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CHAPTER  766  AND  THE  RIGHTS  OF  PARENTS* 


1.  REh  ERRAL  - a child  is  referred  for  evaluation  by  his  parents  or  teacher,  social 
worker,  doctor,  school  official  or  judicial  officer. 

2.  NOTICE  OF  REFERRAL  SENT  TO  PARENTS  - Within  5 days  of  the  referral, 
parents  should  receive  a notice  that  their  child  has  been  referred  and  an 
explanation  of  their  rights. 

3.  PRE-EVALUATION  CONFERENCE  - This  meeting  occurs  only  if  parents 
request  it.  At  the  meeting  parents  learn  why  their  child  was  referred  and  how 
they  will  be  involved  in  the  process.  They  help  decide  whether  a full  or 
intermediate  evaluation  will  take  place,  and  they  generally  become  familiar 
with  the  core  evaluation  process.  The  needs  of  the  child  are  discussed  (it  is 
important  that  parents  express  their  insights  and  feelings)  and  recommendations 
are  made  as  to  which  assessments  and  specialists  should  be  used  to  evaluate  the 
child.  Parents'  written  permission  is  required  before  any  specialist  from  outside 
the  school  system  can  be  used  on  the  evaluation  team;  parents  can  request  that 
a specialist,  not  affiliated  with  the  school  systein  who  is  working  with  the  child, 
be  a member  of  the  team. 

4.  EVALUATION  (Tests  and  Assessments)  - A full  or  intermediate  core  evaluation 
will  take  place.  A full  core  evaluation  includes: 

• Psychological  assessment  - a psychologist  tests  and  observes  the  child  in 
the  areas  where  he  is  having  trouble. 

• Classroom  performance  - the  child's  current  teachers  describe  subject 
area  performance. 

• Educational  history  - school  or  teacher  describes  the  programs  and  special 
services  the  child  has  received. 

• Medical  examination  - usually  done  by  school  doctor  or  by  family  doctor 
on  request. 

o Family  history  - a nurse,  social  worker,  or  school  counselor  will  meet  with 
parents  to  ask  them  to  describe  their  child's  performance  and  skills 
outside  of  school.  This  meeting  can  take  place  at  the  home  or  at  the 
school  if  they  prefer. 

If  the  child  needs  to  be  evaluated  in  all  five  of  these  areas  or  if  he  will  need  to 
spend  more  than  25%  of  school  time  outside  the  regular  classroom  in  a special 
program,  a full  core  evaluation  is  done.  However,  if  the  child  needs  to  be 
assessed  in  some,  but  not  all  of  these  areas,  and  it  is  felt  that  the  child  can  stay 
in  the  regular  classroom  75%  of  the  time  with  minimal  extra  outside  help,  an 
intermediate  core  evaluation  can  be  done.  Parental  permission  is  required  for 
an  intermediate  evaluation;  parents  can  insist  on  a full  core  evaluation  if  they 
feel  it  is  necessary  either  initially  or  after  the  evaluation  has  begun.  During 
the  evaluation  the  child  stays  in  his  regular  class. 


* 


Adapted  from  Chapter  766  of  the  Massachusetts  Comprehensive  Special 
Eduation  Act  of  1974. 


58 


5.  CORE  EVALUATION  TEAM  CONFERENCE  - After  the  evaluation  is  complete, 
the  Core  Evaluation  Team  (CET)  meets  to  discuss  the  results  of  the  assessments 
which  are  used  as  a basis  for  the  child's  educational  plan.  Parents  should  ask  i 
questions  to  be  sure  that  they  understand  everything  being  said  in  order  to 
com?Tient  and  contribute.  All  assessments  are  confi dental.  If  parents  are  not 
satisfied  with  the  CET's  findings,  they  may  have  an  independent  evaluation 
done.  \A/ithin  ten  days  after  the  conference,  parents  should  receive  the 
education  plan. 

6.  DEVELOPMENT  OF  THE  EDUCATIONAL  PLAN  - Using  the  assessment  results 
from  the  evaluation,  the  CET  develops  an  educational  plan  which  meets  the 
child's  special  needs.  From  this  plan  it  is  decided  what  kind  of  educational 
program  and  services  the  child  needs  including: 

• Description  of  what  the  child  can  presently  do  and  under  what  conditions; 

• Description  of  the  child's  physical  problems; 

9 Description  of  the  way  the  child  learns  most  easily; 

• Statement  of  short-  and  long-term  educational  goals  for  the  child  to 
accomplish  with  details  and  dates  for  progress  checks; 

• Description  of  specific  programs,  services,  people,  materials,  etc.,  that 
will  be  necessary  to  carry  out  the  plan; 

• Special  transportation  plan  if  needed; 

• Parent  counseling  if  needed  and  if  parents  give  permission; 

• Description  of  the  type  of  program  in  which  the  child  will  receive  these 
services  and  how  much  time,  if  any,  he  will  spend  outside  the  regular 
class.  The  different  types  of  programs,  called  prototypes,  are  assigned  a 
number  that  refers  to  Chapter  766  regulations. 

7.  POST-EVALUATION  CONFERENCE  - If  parents  have  questions  about  the  plan, 
they  should  notify  the  CET  to  arrange  a meeting  to  clarify  it.  Parents  have  the 
option  to; 

• Accept  the  plan; 

• Postpone  a decision  until  Independent  Evaluations  (additional  assessments) 
are  completed;  or 

• Reject  the  plan. 

If  parents  reject  all  or  part  of  the  plan,  they  have  automatically  requested  an 
appeal  and  a 30-day  "cool-off"  period  follows.  During  this  time  parents,  CET 
and  school  system  special  education  representatives  try  to  reach  a 
compromise.  If  this  is  unsuccessful,  parents  can  request  a hearing  with  the 
State  Bureau  of  Special  Education  Appeals. 

APPEAL  PROCESS  - If  parents  have  rejected  the  educational  plan,  the  school 
Bureau  of  Special  Education  Anpeals,  which  then  sends  the 
parents  notice,  within  five  days,  explaining  their  rights  which  include  a 
hearing.  If  a hearing  is  desired,  parents  must  respond  to  the  Bureau  within 
fifteen  days  and  the  hearing  must  be  scheduled  within  sixty  days.  If  parents  do 
not  respond,  they  have  automatically  given  up  their  right  to  a hearing.  First, 
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however,  mediation  takes  place.  Mediation  means  that  parents  and  school 
personnel  meet  with  an  impartial  person  from  the  Bureau  at  an  informal 
meeting  to  try  to  resolve  their  differences  and  to  develop  a new  plan  which  is 
agreeable  to  everyone.  If  an  agreement  is  not  reached,  parents  can  request  a 
hearing.  The  hearing  is  a formal  meeting,  much  like  a trial,  where  parents  and 
the  school  department  each  present  their  point  of  view.  A hearing  officer 
makes  a decision  upon  the  evidence  presented  within  thirty  days  and  sends 
notification  within  three  days.  Parents  can  choose  not  to  have  a hearing.  They 
would  then  give  all  information  they  have  to  the  hearing  officer  who  reviews  it 
and  comes  to  a decision.  If  parents  still  do  not  agree  with  the  decision,  they 
may  further  appeal  to  the  Regional  Advisory  Commission,  then  to  the  State 
Advisory  Commission.  If  they  are  not  satisfied  with  these  decisions,  they  may 
appeal  to  the  Superior  Court. 

9.  EDUCATION  OF  THE  CHILD  - Once  an  educational  plan  has  been  accepted,  the 
child  begins  the  program  planned. 

10.  ONGOING  EVALUATION  - Four  times  a year  a quarterly  report,  like  a progress 
report,  is  written  on  the  child.  Once  a year,  an  annual  review  meeting  is  held 
to  make  changes  in  the  educational  plan  when  it  is  required.  Every  three  years 
a new  core  evaluation  is  completed  on  the  child. 


ITEMS  NEEDING  PARENTAL  PERMISSION: 

• Intermediate  evaluation  (instead  of  full  core  evaluation). 

• Home  visit. 

• Assessments  by  specialists. 

• Release  of  medical  reports. 

MAJOR  RIGHTS  OF  PARENTS  IN  CHAPTER  766 

• Right  to  a hearing. 

• Right  to  notification  (of  the  referral  and/or  the  hearing  decision). 

• Right  to  be  accompanied  by  any  one  person  (a  friend,  an  advocate)  to  any 

meeting  with  school  representatives  and  the  right  to  be  represented  by 
any  two  people  of  their  choice  at  the  appeals  hearing. 

• Right  to  have  all  written  material  in  language  of  the  home,  and  right  to 
have  interpreter/ translator  present  at  ^ meetings. 

• Right  to  reject  the  educational  plan. 

• Right  to  outside  evaluation  done  by  an  approved  facility  with  the 

knowledge  of  the  school  at  the  expense  of  the  school  (or  privately  at  their 
own  expense). 

• Right  to  sit  on  the  evaluation  team  itself  when  it  is  writing  the 

educational  plan. 
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OTHER  RIGHTS  OF  PARENTS  WHICH  AFFECT  THE  766  PROCESS: 

Freedom  of  Information  Act  - enables  access  to  documents  that  might  be  relevant 
to  their  case. 

Pupils  Record  Regulations  - contains  rules  for  access  to  different  kinds  of  school 
records. 


RIGHTS  OF  CHILDREN  OVER  AGE  14: 

Right  to  attend  any  meeting  in  his  core  evolution  process. 


V 
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PUBLIC  AGENCIES  AND  PRIVATE  Oi^GANIZATIONS 
SERVING  THE  DEVELOPMENT  ALLY  DISABLED  POPULATION 

IN  MASSACHUSETTS 

The  following  is  by  no  means  a comprehensive  list,  but  it  does  offer  some  useful 
information  about  services  provided  by  many  of  the  most  active  Massachusetts 
service  agencies. 

This  information  has  been  excerpted  from  materials  provided  by  the  respective 
agencies.  For  further  information  and  details  regarding  eligibility  requirements, 
procedures,  and  services,  you  should  contact  the  agency  directly  at  the  telephone 
number  or  address  listed. 

PUBLIC  AGENCIES 

Massachusetts  Commission  for  the  Blind  (MCB) 

110  Tremont  Street 
Boston,  MA  02108 
727-5550 

The  MCB  provides  financial  assistance,  medical  assistance,  and  specialized 

social  and  rehabilitative  services  for  blind  persons.  The  purpose  of  this  program  is 
to  enable  blind  individuals  to  function  in  the  least  restrictive  setting  possible.  The 
main  focus  is  on  economic  and  personal  independence,  and  support  for  safe  living  in 
the  community  or  a residential  facility. 

Available  services  include: 

• Information  on  legal  benefits 

• Talking  book  program 

• Social  rehabilitation 

Information  and  referral 
Family  and  individual  counseling 
Protective  services 
Vision  utilization  services 
Homemaker  services 
Housing  services 
Recreation  services 
Community  rehabilitation 
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Massachusetts  Commission  for  the  Blind  (Continued) 

• Rehabilitation  teaching 

Cooking,  cleaning,  and  self-grooming 
Leisure  time  activities 
Braille,  typing,  handwriting,  abacus 
Basic  orientation 

• Aids  and  appliances 

• Vocational  rehabilitation 

Diagnosis  and  evaluation 
Counseling,  guidance  and  referral 
Physical  and  mental  restoration 
Vocational  training 
Interpreter  services 
Reader  services 

Mobility  services  and  transportation 
Technological  aids 

Career  counseling  and  job  placement 
Occupational  license  and  tools 

• Employment  services 

• Medical  assistance 

• Children's  services 

Infant  stimulation 

Techniques  of  daily  living 

Mobility  instruction 

Aids  and  appliances 

Consultation  to  DMH  facilities'  staff 

Client  advocacy 


Massachusetts  Department  of  Education  (DOE) 

31  St.  James  Avenue 
Boston,  MA  02116 
727-5792 

In  accordance  with  Chapter  766  of  the  Massachusetts  General  Laws,  the 
Department  of  Education  must  provide  all  school-age  children  in  need  of  special 
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education  with  adequate  publicly-funded  schooling  in  the  least  restrictive  setting 
possible.  One  of  the  Department's  objectives  is  to  facilitate  the  movement  of 
special  needs  children  from  institutions  and  private  schools  to  public  schools. 
Another  objective  is  to  provide  developmentally  disabled  children  with  vocational 
education. 

To  qualify  for  special  education  services,  individuals  must  be  between  3 and  22 
years  of  age  without  a high  school  diploma.  An  evaluation  must  be  completed  to 
determine  if  a child  requires  special  education.  A child  can  be  referred  for  an 
evaluation  by  himself,  the  parents  or  guardian,  the  family  doctor,  the  teacher  or  a 
school  official. 

Available  services  include: 

• Referral  service 

• Special  education  administration 

• Educational  services 

Local  Education  Agencies  (LEA) 

Bureau  of  Institutional  Schools  (BIS) 

Massachusetts  Department  of  Elder  Affairs  (DEA) 

38  Chauncy  Street 
Boston,  MA  02111 
727-7750 

DEA  provides  the  following  services  to  elderly  persons  in  Massachusetts: 

• Case  management 

• Information  and  referral 

• Nutrition,  employment,  educational  programs 

• Homernaker/chore  services 

• Transportation 

• Emergency  services 
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ivlassachusetts  Department  of  Mental  Health  (DMH) 

160  North  Washington  Street 
Boston,  MA  02114 
727-5656  (Information) 

In  recent  years,  DMH  has  de-emphasized  institutional  care  and  developed  a 
comprehensive  network  of  community-based  mental  health  and  retardation 
services.  DMH  is  also  responsible  for  the  supervision  of  mental  health  and 
retardation  services,  service  coordination,  individual  service  planning,  and 
continuous  monitoring  and  evaluation  of  service  delivery.  Area  offices  located 
throughout  the  state  are  responsible  for  the  intake,  assessment,  provision  of 
necessary  services,  and  periodic  evaluation  and  follow-up. 

These  services  may  include  non-residential  habilitation,  support  programs  or 
residential  settings  which  provide  the  least  restrictive  and  most  normative 
environment  possible. 

Available  services  include: 

• Early  intervention 

• Respite  care 

• Community  residences  --  for  mentally  retarded  and  mentally  ill 

Intermediate  care  facilities 
Community  group  residences 
Modified  group  residences 
Cooperative  apartments 
Specialized  home  care 

• Community  mental  health  centers 

• Training,  employment  and  educational  services 

Massachusetts  Department  of  Public  Health  (DPH) 

600  Washington  Street 
Boston,  MA  02111 
727-2698 

DPH  provides  a wide  range  of  health  services  in  the  areas  of  planning, 
regulation,  prevention  and  protection.  The  main  emphasis  of  the  services  that 
benefit  developmentally  disabled  persons  is  on  prevention,  early  diagnosis  and 
treatment.  Medical  and  nutritional  care  is  available  to  low-income  families. 
Available  services  include: 

• Prevention 

■ Early  diagnosis  and  treatment 

■ Maternal  and  infant  services 
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Department  of  Public  Health  (Continued) 

• Comprehensive  medical  and  nutritional  care 

• Infant  screening  programs 

• Services  for  handicapped  children 

Specialty  clinics 
Pre-school  programs 
Day  care  services 
Respite  care  - residential 

• Supplemental  Security  Income/Disabled  Children's  Program 

Massachusetts  Department  of  Public  Welfare  (DPW) 

600  Washington  Street 
Boston,  MA  02111 
727-6000 

DPW  administers  several  major  programs  which  provide  public  assistance  and 
some  social  services.  These  programs  include  Medicaid  (Title  XIX),  Aid  for  Families 
with  Dependent  Children  (AFDC),  the  Food  Stamp  Program,  General  Relief  (GR), 
and  Supplemental  Security  Income  (SSI). 

The  Medicaid  Program  provides  medical  coverage  for  low-income  persons  for  a 
wide  range  of  medical  services. 

• Project  Good  Health  (Medicaid  funded  for  children) 

Screening,  early  and  periodic 
Diagnostic  and  treatment  services 
Day  habilitation 

• Medical  Assistance  Mental  Health  Unit  (Medicaid  funded) 

Intermediate  care  facilities 

Intensive  day  therapy  through  day  habilitation  programs  and 
psychiatric  treatment  centers 

• Aid  for  Families  with  Dependent  Children  - (AFDC)  Financial  Assistance 

Emergency  assistance 

Work  Incentive  Program  (WIN)  including  job  training  and  placement 

Massachusetts  Department  of  Social  Services  (DSS) 

150  Causeway  Street 
Boston,  MA  02114 
727-0900 

The  Department  of  Social  Services  was  established  in  1978  by  the  General 
Court  of  Massachusetts.  DSS  has  assumed  from  the  Department  of  Public  Welfare 
the  responsibility  of  providing  social  services  in  Massachusetts. 
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Department  of  Social  Services  (Continued) 

DSS  primarily  provides  services  for  low-income  families. 


Adoption 

Camping 


Emergency  shelter  care 

Education/counseling 

Family  planning 

Respite 

Housing 


Case  management 
Community  residences 
Day  care 


Massachusetts  Developmental  Disabilities  Council  (MDDC) 

McCormack  State  Office  Building 
One  Ashburton  Place 
Boston,  MA  02108 
727-6374 

The  MDDC  serves  to  improve  and  coordinate  the  provision  of  services  to  the 
developmentally  disabled  individuals  in  the  Commonwealth.  The  Council  determines 
the  needs  of  the  developmentally  disabled  person  and  acts  to  improve  the  quantity 
and  quality  of  existing  services.  It  also  serves  as  a long-range  planning  body  for  the 
provision  of  services  to  developmentally  disabled  people. 

Massachusetts  Executive  Office  of  Communities  and  Development  (EOCD) 

100  Cambridge  Street 
Boston,  MA  02202 
727-3264 

The  Bureau  of  Communities  and  Development,  one  of  three  EOCD  divisions, 
provides  low-income  housing  for  developmentally  disabled  persons.  This  service  is 
provided  through  the  Bureau  of  Housing  for  the  Handicapped,  with  funds  secured 
from  Chapter  689  of  the  Massachusetts  General  Laws.  The  Bureau's  purpose  is  to 
promote  equal  housing  opportunities  and  to  increase  low-income  housing  for  disabled 
persons  through 

• Family-type  community  residences 

• Congregate  facilities 

• Apartment  complexes 
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Massachusetts  Executive  Office  of  Transportation  and  Construction  (EOTC) 

One  Ashburton  Place 
Boston,  MA  02108 
727-7680 

The  EOTC  helps  Regional  Transportation  Authorities  (RTA's)  make  transit 
systems  accessible  to  all  mobility  impaired  individuals  in  compliance  with  federal 
laws  and  regulations  requiring  federally  funded  transit  systems  to  meet  standards, 
making  public  transportation  accessible  to  disabled  persons.  In  addition,  it  helps 
RTA's  not  only  to  use  existing  transit  facilities  for  the  mobility  impaired  individuals, 
but  also  to  develop  planning  and  funding  strategies  so  that  future  transit  systems 
can  better  serve  the  needs  of  the  mobility  impaired. 

Massachusetts  Office  for  Children  (OFC) 

120  Boylston  Street 
Boston,  MA  02116 
727-8898 

The  OFC  serves  as  a state  advocate  for  children  by: 

• stimulating  public  interest  in  children's  services 

• setting  quality  standards  and  monitoring  these  services 

• serving  as  a statewide  information  and  referral  system  for  children's 
services 

• making  recommendations  concerning  the  programs  and  budgets  of  state 
agencies  that  provide  services  to  children.  These  programs  include: 

Help  for  Children 
766  Unit 

Families  for  Foster  Children  Unit 
Institutional  Advocacy  Project 

Massachusetts  Office  for  Handicapped  Affairs  (OHA) 

One  Ashburton  Place 
Boston,  MA  02108 
727-7440 

OHA  serves  as  an  information  and  referral  center  which  provides  information 
about  public  and  private  agencies  with  services  to  handicapped  persons.  OHA  also 
monitors  implementation  of  public  policy,  regulations  and  existing  programs. 
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Massachusetts  Rehabilitation  Commission  (MRC) 

20  Providence  Street 
Boston,  MA  02116 
727-2183 

MRC  administers  the  Federal  and  State  Vocational  Rehabilitation  Program  for 
all  eligible  disabled  persons  except  the  blind.  It  provides  comprehensive  diagnostic 
services  to  disabled  persons  to  determine  vocational  potential  and  eligibility  for 
further  vocational  rehabilitation  services.  In  order  to  be  eligible  for  further 
services,  a person  must;  (1)  have  a physical  or  mental  disability  that  limits 
functioning  in  terms  of  mobility,  communication,  self-care,  self-direction,  work 
tolerance  or  work  skills  and  thus  forms  a handicap  to  employment,  and  (2)  be 
capable  of  being  employed  after  receiving  vocationai  rehabilitation  services. 

Available  services  include; 

• Restorative  Medical  Services 

• Personal  Care  Assistance  Program 

Food,  shelter,  clothing,  incidentals 

Adaptive  equipment  for  housing  and  motor  vehicles 

Transportation  services 

• Independent  Living  Program 

Emergency  assistance 

Advocacy 

Outreach 

Independent  Living  Skills  Building 

• Vocational  Rehabilitation  Services 
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PRIVATE  ORGANIZATIONS 

Association  for  Mentally  111  Children  (AMIC) 

120  Boylston  Street,  Suite  302 
Boston,  MA  02116 
482-7362 

AMIC  is  the  Massachusetts  affiliate  of  the  National  Society  of  Autistic 
Children.  Their  goal  is  to  improve  the  treatment,  education,  and  rehabilitation  of 
emotionally  disturbed  children.  AMIC  consists  of  parents,  teachers,  mental  health 
professionals  and  friends  who  want  to  obtain  better  services  for  disturbed  children, 
with  particular  attention  to  those  whose  disabilities  appears  in  early  childhood. 
Available  services  include; 

• Therapeutic  day  programs 

• Information 

Conferences 

Public  support  for  better  services 

Epilepsy  Society  of  Massachusetts  (ESM) 

20  Providence  Street,  Sixth  Floor 

Boston,  MA  02116 

542-2275 

ESM  is  a private,  non-profit  organization  whose  goal  is  to  help  individuals,  their 
families  and  others  whose  lives  are  affected  by  seizure  disorders  by  encouraging  the 
establishment  of  rehabilitation  services  and  by  providing  materials  and  programs  to 
advance  public  understanding  of  the  disorder. 

Available  services  include; 

• Low-cost  medications 

• Education  and  training  for  health  service  personnel 

9 Legal  services 

• Employment  assistance 

• Housing  assistance 

• Information  and  referral 
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Federation  for  Children  With  Special  Needs 
120  Boylston  Street,  Suite  338 
Boston,  MA  02116 
402-2195 

The  purpose  of  the  Federation  is  to  offer  assistance  to  individual  parents.  The 
Federation  is  composed  of  major  statewide  parent  organizations  and  individual 
parents  representing  children  with  various  disabilities.  It  is  affiliated  with  Closer 
Look  (National  Information  Center  for  the  Handicapped),  and  receives  funding  from 
the  United  States  Department  of  Education,  Bureau  of  Education  for  the 
Handicapped. 

Available  services  include: 

• 766  Advocacy 

• Information  and  referral 

Massachusetts  Association  for  Mental  Health  (MAMH) 

One  Walnut  Street 
Boston,  MA  02108 
742-7452 

A non-profit  organization  working  for  the  improved  care  and  treatment  of  the 
mentally  ill  through  a variety  of  programs  and  activities. 

Available  services  include: 

• Legislative  advocacy 

• Volunteer  program  development 

• Mental  health  services  evaluation 

• After-care  services  for  former  hospital  patients 

• Public  information  about  mental  health  issues 

• Development  of  community  resources 

• Information  and  referral 
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j Massachusetts  Association  for  Retarded  Citizens  (MARC) 
I 217  South  Street 
j Waltham,  MA  02154 
891-6270 


■ The 
/idyal 
loser 
from 


As  a member  of  the  National  Association  for  Retarded  Citizens,  MARC  works 
to  represent  the  rights  and  interests  of  all  mentally  retarded  citizens  of  the 
Commonwealth  to  appropriate  state  agencies  and  officials. 

Available  services  include: 

• Advocacy 

• Monitoring  of  existing  services 

o Dissemination  of  information  to  enhance  public  understanding  of  mental 

retardation 

• Formation  of  local  associations 


United  Cerebral  Palsy  Association  of  the  Metropolitan  Area,  Inc.  (UCP) 

! 358  Chestnut  Hill  Avenue 
Boston,  MA  02135 
232-9850 

I A local  affiliate  of  a nationwide  network  of  voluntary  agencies  supporting 

research,  providing  services  to  consumers,  and  conducting  public  and  professional 
' education  programs  to  increase  public  awareness  about  cerebral  palsy. 

UCP  encourages  legislation  to  benefit  those  with  cerebral  palsy  and  other 
physical  disabilities,  establishes  demonstration  projects  and  works  with  the 
community  to  assess  local  needs. 

Available  services  include: 

I 

I • Adult  activity  centers 

• Information,  referral  and  follow-along  services 

I • Advocacy 

• Financial  assistance 

j 8 Social  services 

e Recreation 

I 8 Transportation 

8 Pre-school  activities 


I 
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UNITED  CEREBRAL  PALSY  ASSOCIATION,  INC. 

on  the 

RIGHTS  OF  THE  HANDICAPPED 


The  handicapped  individual  has  the  right  to; 


1.  PREVENTION  OF  DISABILITY  insofar  as  possible  through  early  detection 
of  abnormalities  in  infancy,  iinmediate  and  continuing  family  guidance 
and  comprehensive  habilitative  services  until  maximum  potential  is 
achieved. 

2.  HEALTH  SERVICES  AND  MEDICAL  CARE  for  the  protection  of  his 
general  well-being  and  such  additional  special  services  as  are  required 
because  of  his  handicap. 

3.  EDUCATION  to  the  fullest  extent  to  which  he  is  intellectually  capable, 
provided  through  the  regular  channels  of  American  Education. 

4.  TRAINING  for  vocational  and  avocational  pursuits  as  dictated  by  his 
talents  and  capabilities. 

5.  WORK  at  any  occupation  for  which  he  has  the  qualifications  and 
preparation. 

6.  AN  INCOME  sufficient  to  maintain  a lifestyle  comparable  to  his 
non-handicapped  peers. 

7.  LIVE  HOW  AND  WHERE  HE  CHOOSES  and  to  enjoy  residential 
accommodations  which  meet  his  needs  if  he  cannot  function  in 
conventional  housing. 

8.  BARRIER-FREE  PUBLIC  FACILITIES  which  include  buildings,  mass  or 
subsidized  alternative  transportation  services  and  social,  recreational  and 
entertainment  facilities. 

9.  FUNCTION  INDEPENDENTLY  in  any  way  in  which  he  is  able  to  act  on  his 
own  and  to  obtain  the  assistance  he  may  need  to  assure  mobility, 
communication  and  daily  living  activities. 

10.  PETITION  social  institutions  and  the  courts  to  gain  such  opportunities  as 
may  be  enjoyed  by  others  but  denied  the  handicapped  because  of 
oversight,  public  apathy  or  discrimination. 


* 


Adopted  by  the  United  Cerebral  Palsy  Association,  May  4,  1973,  New  York. 
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i 

THE  UNITED  NATIONS  DECLARATION 
' on  the 

i RIGHTS  OF  MENTALLY  RETARDED  PERSONS 

1.  The  mentally  retarded  person  has,  to  the  maximum  degree  of  feasibility,  the 
same  rights  as  other  human  beings. 

2.  The  mentally  retarded  person  has  a right  to  proper  medical  care  and  physical 
therapy  and  to  such  education,  training,  rehabilitation,  and  guidance  as  will 
enable  him  to  develop  his  ability  and  maximum  potential. 

3.  The  mentally  retarded  person  has  a right  to  economic  security  and  to  a decent 
standard  of  living.  He  has  a right  to  perform  productive  work  or  to  engage  in 
any  other  meaningful  occupation  to  the  fullest  extent  of  his  capabilities. 

4.  Whenever  possible,  the  mentally  retarded  person  should  live  with  his  own  family 
or  with  foster  parents  and  participate  in  different  forms  of  community  life. 
The  family  with  which  he  lives  should  receive  assistance.  If  care  in  an 
institution  becomes  necessary,  it  should  be  provided  in  surroundings  and  other 
circumstances  as  close  as  possible  to  those  of  normal  life. 

5.  The  mentally  retarded  person  has  a right  to  a qualified  guardian  when  this  is 
required  to  protect  his  well-being  and  interests. 

6.  The  mentally  retarded  person  has  a right  to  protection  from  exploitation,  abuse, 
and  degrading  treatment.  If  prosecuted  for  any  offense,  he  shall  have  a right  to 
due  process  of  law  with  full  recognition  being  given  to  his  degree  of  mental 
responsibility. 

7.  Whenever  mentally  retarded  persons  are  unable,  because  of  the  severity  of  their 
handicap,  to  exercise  all  their  rights  in  a meaningful  way  or  it  should  become 
necessary  to  restrict  or  deny  some  or  all  of  these  rights,  the  procedure  used  for 
that  restriction  or  denial  of  rights  must  contain  proper  legal  safeguards  against 
every  form  of  abuse.  This  procedure  must  be  based  on  evaluation  of  the  social 
capability  of  the  mentally  retarded  person  by  qualified  experts  and  must  be 
subject  to  periodic  review  and  to  the  right  of  appeal  to  higher  authorities. 


Adopted  at  the  2027th  plenary  meeting.  United  Nations  General  Assembly,  20 
December,  1971,  New  York. 
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THE  AMERICAN  ASSOCIATION  ON  MENTAL  DEFICIENCY 

on  the 

RIGHTS  OF  MENTALLY  RETARDED  PERSONS 


The  American  Association  on  Mental  Deficiency  (AAMD)  developed  it's  official 
statement  "Rights  of  Mentally  Retarded  Persons"  in  light  of  its  "support  for  the 
'Declaration  of  General  and  Special  Rights  of  the  Mentally  Retarded,'  as  adopted  by 
the  International  League  of  Societies  for  the  Mentally  Handicapped."  In  the  preface 
to  that  official  statement,  the  AAMD  emphasizes  the  critical  and  multi-faceted  role 
that  individuals  in  the  field  have  to  play  in  terms  of  providing  mentally  retarded 
persons  opportunities  for  growth  and  development. 


Below  are  provided  excerpts  from  the  official  statement  of  the  Association. 


Basic  Rights 

I.  The  basic  rights  that  a retarded  person  shares  with  his  or  her  nonretarded  peers 
include,  but  are  not  limited  to,  those  implied  in  "Life,  liberty  and  the  pursuit  of 
happiness,"  and  those  specified  in  detail  in  the  various  documents  that  provide 
the  basis  for  governing  democratic  nations.  Specific  rights  of  mentally 

retarded  persons  include,  but  are  not  limited  to; 

A.  The  right  to  freedom  of  choice  within  the  individual's  capacity  to  make 
decisions  and  with  the  limitations  imposed  on  all  persons. 

B.  The  right  to  live  in  the  least  restrictive  individually  appropriate 

environment. 

C.  The  right  to  gainful  employment,  and  to  a fair  day's  pay  for  a fair  day's 
labor. 

D.  The  right  to  be  part  of  a family. 

E.  The  right  to  marry  and  have  a family  of  his  or  her  own. 

F.  The  right  to  freedom  of  movement,  hence  not  to  be  interned  without  just 

cause  and  due  process  of  law,  including  the  right  not  to  be  permanently 
deprived  of  liberty  by  institutionalization  in  lieu  of  imprisonment. 

G.  The  right  to  speak  openly  and  fully  without  fear  of  undue  punishment,  to 
privacy,  to  the  practice  of  a religion,  or  the  practice  of  no  religion,  and  to 
interact  with  peers. 


75 


Specific  Extensions 

II.  Specific  extensions  of,  and  additions  to,  these  basic  rights,  which  are  due 

mentally  handicapped  persons  because  of  their  special  needs,  include,  but  are 

not  limited  to: 

A.  The  right  to  a publicly  supported  and  administered  comprehensive  and 
integrated  set  of  habilitative  programs  and  services  designed  to  minimize 
handicap  or  handicaps. 

B.  The  right  to  a publicly  supported  and  administered  program  of  training 
and  education  including,  but  not  restricted  to,  basic  academic  and 
interpersonal  skills. 

C.  The  right,  beyond  those  implicit  in  the  right  to  education  described  above, 
to  a publicly  administered  and  supported  program  of  training  toward  the 
goal  of  maximum  gainful  employment,  insofar  as  the  individual  is  capable. 

D.  The  right  to  protection  against  exploitation,  demeaning  treatment,  or 
abuse. 

E.  The  right,  when  participating  in  research  to  be  safeguarded  from 
violations  of  human  dignity  and  to  be  protected  from  physical  and 
psychological  harm. 

F.  The  right,  for  a retarded  individual  who  may  not  be  able  to  act  effectively 
in  his  or  her  own  behalf,  to  have  a responsible,  impartial  guardian  or 
advocate  appointed  by  the  society  to  protect  and  effect  the  exercise  and 
enjoyment  of  these  foregoing  rights,  insofar  as  this  guardian,  in  accord 
with  responsible  professional  opinion,  determines  that  the  retarded  citizen 
is  able  to  enjoy  and  exercise  these  rights. 


Adopted  by  the  American  Association  on  Mental  Deficiency,  1975, 
Washington,  DC. 
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WHERE  TO  GO  FOR  FURTHER  LEGAL  ASSISTANCE 
REGARDING  CLIENT  RIGHTS 


Massachusetts  Association  for  Retarded  Citizens 


217  South  Street,  Waltham,  MA  02154 
891-6270 

Many  of  MARC's  members  and  staff  have  been  through  these  decisions 
themselves,  as  parents  or  relatives  of  retarded  people,  and  are  willing  to  discuss 
pros  and  cons  of  guardianship  and  other  alternatives.  MARC  also  has  referral 
lists  of  services  for  mentally  retarded  people. 

Massachusetts  Association  for  Mental  Health 

1 Walnut  Street,  Boston,  MA  02108 
742-7452 

Organization  of  citizens  actively  concerned  with  mental  health  care  issues. 

Mental  Health  Legal  Advisors  Committee 

294  Washington  Street,  Boston,  MA  02108 
723-3876 

Advocacy  agency  for  indigent  residents  in  mental  health  and  retardation 
facilities  in  Massachusetts.  Independent  of  the  Department  of  Mental  Health. 
Provides  advice  and  legal  services  on  behalf  of  the  resident. 

Department  of  Mental  Health,  Legal  Office 

160  North  Washington  Street,  Boston,  MA  02114 
727-8611 

This  is  the  main  provider  of  free  legal  services  necessary  to  obtain  guardianship 
and  conservatorship;  these  services  are  available  only  to  indigent  people  under 
the  care  of  the  Department  of  Mental  Health.  This  office  is  also  the 
appropriate  source  of  advice  on  questions  of  DMH  staff  responsibilities  and 
guardianship  matters. 

Developmental  Disabilities  Law  Center 

294  Washington  Street,  Suite  840,  Boston,  MA  02108 
426-7020 

The  DDLC  is  the  state's  "protection  and  advocacy"  (P&A)  agency,  established 
by  the  federal  government  to  protect  and  promote  legal  rights  of 
developmentally  disabled  people.  The  Center  provides  information  on  legal 
rights  and  major  public  programs,  provides  training  on  rights-related  issues, 
maintains  a resource  library,  works  on  law  reform  issues,  and  offers  legal 
assistance  to  a limited  number  of  clients. 
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Massachusetts  Bar  Association 


One  Center  Plaza,  Boston,  MA  02108 
523-0595 

This  office  has  a referral  service  which  can  provide  names  of  private  lawyers  to 
contact.  Ask  for  one  who  is  experienced  in  mental  disabilities  law.  The 
Massachusetts  Bar  Association  is  also  beginning  a referral  service  for  names  of 
lawyers  who  will  take  cases  on  a no-fee  or  low-fee  basis,  but  only  a limited 
number  of  cases  and  only  for  people  who  cannot  obtain  legal  services  elsewhere. 
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FOOTNOTES 


Brahna  Trager,  Homemaker/Home  Health  Aide  Services  in  the  United 
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Community  Client  Record  System;  Forms  and  Instruction  Manual  (Boston; 
Department  of  Mental  Health,  (1978)). 
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TRAINER  FACT  SHEET 

GUEST  SPEAKERS;  Special  educator  or  health  educator  experienced  with 
developmental  disabilities. 

PURPOSE;  This  unit  presents  the  basic  concepts  of  the  normal  developmental 
process  as  background  for  an  understanding  of  the  causes  and  conditions  resulting 
from  abnormal  development.  Participants  will  become  faiTiiliar  with  some  of  the 
most  common  developmentally  disabling  conditions  which  they  are  likely  to 
encounter  in  the  course  of  their  service.  Practical  guidance  on  medical  issues  will 
help  clarify  providers'  responsibilities  and  provide  useful  information  on  how  to  deal 
with  routine  and  emergency  medical  situations. 

OBJECTIVES;  Upon  completion  of  this  unit,  participants  should  be  able  to 

• demonstrate  an  understanding  of  the  normal  developmental  process  as  it 
relates  to  motor,  adaptive,  communicative  and  social  skills; 

• discuss  factors  impeding  the  developmental  process  and  provide  specific 
examples; 

• discuss  the  causes  and  disabling  conditions  associated  with  mental 
retardation,  cerebral  palsy,  seizure  disorders  and  autism; 

• define  provider  responsibilities  in  the  administration  of  medical  care  to 
their  clients; 

• list  steps  to  be  taken  in  the  event  of  a medical  or  safety  (i.e.  fire) 
emergency. 
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I.  INTRODUCTION 


Before  you  begin  working  with  a developmentally  disabled  individual,  it  is 
important  that  you  understand  why  and  to  what  extent  that  individual's  functioning 
has  been  impaired. 

We  will  begin  with  an  overview  of  the  normal  developmental  process,  and 
explore  the  expected  sequence  of  events  in  the  growth  and  development  of  a child. 

With  this  "normal"  pattern  in  mind,  we  will  then  look  at  some  of  the  factors 
which  can  disrupt  or  change  this  normal  pattern  of  development,  causing  lifelong 
developmentally  disabling  conditions. 

You  will  become  familiar  with  some  of  the  developmentally  disabling  conditions 
you  are  most  likely  to  encounter  as  a provider  of  respite  service. 

Finally,  we  will  review  the  extent  and  limit  of  your  responsibilities  in  providing 
medical  and  emergency  assistance  to  your  clients.  We  will  discuss  agency  policies, 
your  legal  rights  and  obligations,  and  specific  ways  in  which  you  can  assist  in 
preventing  and  dealing  with  routine  as  well  as  emergency  situations. 
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II.  CONCEPTS  IN  DEVELOPMENT 


Before  we  discuss  the  developmental  process,  we  need  to  clarify  some  of  the 
terms  we  will  be  using.  We  will  then  proceed  to  explore  positive  and  negative 
inferences  on  an  individual's  growth  and  development. 

DEFINITIONS: 

Growth,  Maturation,  Learning  and  Development;  Many  people  tend  to  use  these 
terms  interchangeably,  however,  they  refer  to  separate  components  of  the 
developmental  process. 

• Growth  refers  to  physical  changes  such  as  increases  in  height  and  weight. 
These  changes  may  be  due  to  maturation,  but  not  necessarily. 

• Maturation  refers  to  changes  in  body  size,  shape,  and  skill  throughout  a life 
span.  Maturation  might  be  described  as  the  development  of  a "readiness"  to 
acquire  certain  skills. 

• Learning  refers  to  the  acquisition  of  skills  and  behaviors  as  a result  of 
environmental  influences.  For  example,  "learning"  to  walk  depends  not  only  on 
sufficient  growth  and  maturation,  but  also  on  interaction  with  an  environment 
that  requires  and  stimulates  walking. 

• Development  refers  to  changes  in  physical  and  mental  functions. 

FACTORS  AFFECTING  DEVELOPMENT: 

Environmental  Factors;  There  is  a lot  of  controversy  as  to  the  importance  of 
environmental  factors  in  development.  Some  generally  accepted  concepts  include: 

• A stimulating  environment  is  essential  to  development.  An  individual  may  have 
all  the  necessary  capabilities,  but  if  there  is  nothing  to  reach  for,  explore,  look 
at,  or  manipulate,  impaired  functioning  may  ensue. 

• The  environment  provides  the  initial  motivation  to  move.  Often  individuals  who 
have  been  institutionalized  do  not  acquire  basic  skills  simply  because  they  lack 
experience  with  a variety  of  materials  and  settings. 
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• It  is  possible  to  provide  some  individuals  with  too  much  environmental 
stimulation.  Environmental  stimulation  does  not  mean  bombarding  the 
individual  with  everything  at  once,  but  rather  providing  the  appropriate  setting 
and  materials  for  the  learning  that  you  wish  to  take  place. 

• Studies  have  shown  that  individuals  brought  up  in  a deprived  environment  tend 
to  be  delayed  in  physical,  emotional,  and  intellectual  development,  regardless 
of  their  initial  status. 

Physical  Factors;  There  is  no  direct  relationship  between  motor  development  and 

intelligence.  However,  an  individual's  physical  condition  can  influence  his  learning 

in  a variety  of  ways: 

• If  an  individual  is  unable  to  move  or  has  difficulty  moving  due  to  a physical 
handicap,  he  is  limited  in  his  ability  to  explore  the  environment.  Some 
handicapping  conditions  which  interfere  with  the  execution  of  normal 
movement  patterns  are  cerebral  palsy,  Parkinson's  disease,  muscular  dystrophy, 
and  multiple  sclerosis. 

• Less  obvious  physical  disabilities  that  interfere  with  total  development  may 
become  serious  problems  because  they  are  often  not  detected  and  treated  as 
early  as  noticeable  physical  handicaps.  Many  learning  disabled  individuals  fit 
into  this  category.  The  individual  whose  body  has  not  developed  enough 
coordination  for  routine  physical  activities  to  become  automatic  may  need  to 
pay  conscious  attention  to  these  basic  movement  skills.  In  order  to  focus 
attention  on  his  body,  he  must  "disregard"  more  abstract  activities  such  as 
listening  or  observing.  Because  these  people  must  spend  so  much  energy 
concentrating  on  things  that  should  be  automatic,  they  miss  out  on  countless 
opportunities  to  learn. 

• Some  individuals  may  respond  very  slowly  or  with  seeming  apathy  to  motor 
training  exercises.  This  is  usually  not  due  to  a lack  of  motivation  or  will  power 
but  rather  to  damaged  brain  functioning  which  may  also  affect  control  of  their 
emotional  responses. 

• It  is  possible  for  an  individual  to  be  severely  physically  disabled  and  have 
normal  or  above  normal  intelligence.  According  to  some  specialists  in  the  field 
of  learning  disabilities,  the  more  intelligent  an  individual  is,  the  less  he  needs 
the  "movement  experiences". 
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Social  Factors;  Appropriate  social  contact  is  necessary  to  the  mental  and  physical 
development  of  the  individual.  Many  studies  have  been  done  on  the  effects  of 
mothering  and  social  contact.  There  are  several  aspects  of  social  influence; 

• Social  stimulation,  such  as  praise  or  even  discipline,  provide  strong  motivation  -- 
for  movement.  The  stronger  the  emotional  ties,  the  more  effective  the  social 
stimulation  will  be. 

• Culture  provides  a set  of  social  rules  which  influence  development.  These  rules 
vary  from  culture  to  culture.  The  practice  of  binding  women's  feet  in  China 
was  a factor  in  the  physical  development  of  these  women,  since  they  could  not  ’e 
walk  or  run  well  on  painfully  deformed  feet.  In  our  culture,  there  is  a strong 
emphasis  on  physical  beauty.  A physically  deformed  individual  carries  with  him 

a social  stigma  difficult  to  overcome. 

• Social  interaction  between  members  of  a culture  or  subculture  provide  the  5' 

modeling  necessary  to  sustain  the  culture.  At  a certain  stage  of  development  f- 

much  of  the  learning  takes  place  through  imitation,  and  the  importance  of  r 

appropriate  role  models  is  significant.  Someone  who  lacks  social  contacts  or  is  ! 
exposed  to  inappropriate  models  will  have  difficulty  developing  appropriate 
social  behavior.  As  seen  in  institutions  for  the  mentally  retarded,  even  ( 
abnormal  movement  behaviors  can  be  learned  through  imitation.  J 


• Even  though  there  is  no  direct  relationship  between  motor  development  and  i 

intelligence,  many  mentally  retarded  people  are  handicapped  in  other  areas  as 
well,  including  motor  development.  Motor  disabilities  constitute  the  single  i 
largest  group  of  associated  handicaps  in  severely  and  profoundly  retarded 
persons,  and  the  severity  of  the  movement  problem  tends  to  increase  in 
proportion  to  the  severity  of  the  retardation.  i 

• Probably  the  major  influence  of  cognitive  ability  (intelligence)  on  motor 
development  is  motivation  to  achieve.  Usually,  an  individual  who  is  intelligent 
enough  to  understand  the  purpose  of  therapy  will  make  more  substantial 
progress  regardless  of  the  severity  of  the  disability.  A person  of  less 
intelligence  needs  more  immediate  and  tangible  results  to  benefit  from  therapy. 


Cognitive  Factors; 
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III.  THE  STAGES  OF  NORMAL  DEVELOPMENT 

i 

Respite  services  may  be  provided  for  all  age  groups  of  developmentally  disabled 
i persons.  It  is,  therefore,  important  that  you  have  concepts  of  the  sequence  of 
j growth  and  developmental  and  related  needs  as  a basis  for  implementing  care  plans 
for  the  individual  and  applying  techniques  for  encouraging  growth  and  development 
toward  the  attainment  of  self-help  skills. 

^ (The  trainer  may  use  the  chart  which  follows  as  a basis  for  reviewing  the 
j expected  development  of  the  normal  child.) 

Research  on  infant  development  has  important  implications  for  the  early  care 
and  treatment  of  the  developmentally  disabled  child.  It  has  been  demonstrated  that 
learning  begins  even  during  the  first  days  of  life  and  that  a large  amount  of  learning 
takes  place  during  the  first  two  years.  Therefore,  the  course  of  development  may 
be  changed  by  providing  learning  experiences  at  an  early  age.  Normally,  the  parents 
do  this  by  their  interaction  and  play  with  the  child.  For  various  reasons,  this  may 
not  take  place  with  the  disabled  child.  The  reasons  may  include  the  shock  and 
emotional  reaction  to  the  diagnosis,  the  slow  or  unexpectedly  abnormal  response  to 
the  parents*  attempts  to  nurture  the  baby,  and  a lack  of  knowledge  of  how  to  meet 
the  baby's  developmental  needs. 

Some  underlying  factors  that  must  be  considered  in  early  program  plans  include: 

• knowledge  about  the  kinds  of  experiences  needed  to  develop  certain  abilities, 
e.g.,  the  ability  to  suck,  the  ability  to  chew; 

• careful  and  continuing  observation  of  the  baby's  development  so  that  the 
selection  of  experiences  is  matched  to  what  the  child  is  ready  to  do; 
overstimulation  can  be  harmful; 

• continuous  and  systematic  assessment  of  progress  and  the  effect  of  the  planned 
learning  experiences. 


REPRINTED  (with  modifications)  from 
A Better  Answer:  Homemaker-Home  Health 
Aide  Services  for  Persons  with  Develop- 
menta I Pi sabi 1 i t ies ; Esther  Gilbertson, 
National  HomeCaring  Council,  New  York,  1981. 


90 


INFANCY /EARLY  CHILDHOOD.  0-6  YEARS; 

Proper  and  adequate  nutrition  along  with  feeding  is  essential  to  the 
development  of  the  baby  and  young  child.  Brain  development  starts  almost 
immediately  following  conception  and  an  impressive  amount  takes  place  during  the 
last  three  months  of  pregnancy,  peaking  during  the  first  six  months  of  life. 
Therefore,  assuring  that  the  child  is  adequately  nourished  is  a special  concern  for 
those  who  care  for  children. 

The  importance  of  fostering  early  child  development  and  parental  attachment 
and  responsibility  has  been  the  basis  for  the  organization  of  special  programs  for 
parents  of  exceptional  or  atypical  infants.  Such  programs  are  designed  to  help 
parents  provide  the  treatment  that  will  assure  maximum  development.  The  services 
of  the  respite  provider  during  the  infant  and  preschool  years  can  make  a major 
contribution  to  the  future  of  the  developmentally  disabled  person.  This  is  possible 
when  the  provider  understands  the  effects  of  early  over-  and  understimulation  on 
growth  and  development  and  can  assist  parents  in  working  with  the  child.  This 
knowledge  is  basic  as  the  provider  assists  in  the  program  plan  for  developing 
self-help  skills  associated  with  preschool  age  children  and  helps  parents  with 
behavior  management  problems. 

SCHOOL  AGE.  6-12  YEARS: 

This  is  a period  of  exploration  of  the  outside  world  and  desire  to  be  with  and 
accepted  by  peers.  The  child  begins  to  learn  who  he  is  in  relation  to  other  people. 
He  is  embarrassed  by  displays  of  affection  from  parents  as  he  starts  to  move  away 
from  close  dependence  and  the  attachments  of  the  early  years.  Some 
characteristics  are: 

• the  child  has  developed  a sense  of  trust  in  others  and  a sense  of  identity; 

• the  body  frame  is  solid  and  sturdy; 

• enjoys  group  play  involving  large  muscle  development; 

• is  highly  competitive; 

• has  developed  complex  manual  dexterity; 

• is  able  to  manage  personal  care; 

• becomes  interested  in  differences  between  the  sexes  (girls  mature  two  years 
before  boys). 
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Some  developmentally  disabled  children  in  this  age  group  may  not  be  attending 
school  classes  because  of  precarious  health  status  or  severe  and  multiple  physical 
disabilities.  Some  communities  provide  home-based  school  services  of  various  types. 

Services  may  be  directed  toward  getting  the  child  ready  to  attend  school.  This 
may  involve  helping  the  child  to  overcome  physical  limitations,  improving  health 
status  and  bringing  the  child  through  the  steps  of  development  associated  with  the 
younger  child,  while  at  the  same  time  considering  needs  according  to  the 
chronological  age. 

To  bring  the  child  closer  to  his  or  her  own  age  group,  it  may  be  necessary  to 
encourage  the  parents  to  allow  the  child  to  play  with  children  of  similar  age  and 
even  to  attend  school  on  a part-time  basis,  as  may  be  available.  Because  the  child 
needs  out-of-home  experiences,  working  with  parental  overprotectiveness  may  be 
the  most  significant  contribution  of  the  provider  to  the  continuing  growth  and 
development  of  identity  and  the  independence  in  the  disabled  child. 

THE  ADOLESCENT; 

This  is  usually  the  period  from  13  to  17  or  18  years  of  age.  There  is  accelerated 
physical  growth  and  change  as  height  and  weight  increase,  muscle  and  bone 
structure  change,  sexual  characteristics  become  evident  and  the  sexual  organs  and 
glands  begin  to  function.  At  the  same  time,  emotional  and  psychological  changes 
occur.  It  is  a period  of  transition  from  childhood  to  adulthood.  The  adolescent 
wants  to  work  out  the  last  of  the  childlike  dependence  on  his  parents  and  to  achieve 
warm  relationships  with  the  opposite  sex.  Common  characteristics  are: 

• independence  in  choice  of  friends; 

• sensitivity  - emotional  outbursts  may  occur  without  apparent  provocation; 

• body  changes  cause  uncertainty  and  possible  embarrassment; 

• increasing  interest  in  members  of  the  opposite  sex; 

• growing  capacity  for  thorough  reasoning; 

• need  for  privacy  and  to  withdraw  from  the  family  is  normal. 
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Adolescence  can  be  a stressful  time  under  normal  circumstances.  It  does  not 
depend  upon  how  much  a boy  or  girl  can  do  physically  or  mentally.  Beginning  at  13 
years,  a child  becomes  a teenager  whether  disabled  or  not.  The  happy,  productive 
teenager,  disabled  or  not,  has  a feeling  of  self-worth  and  a healthy  outlook  on  life. 
Yet  the  sudden  and  often  rapid  growth  spurts  taking  place  can  exacerbate  problems 
in  coordination  among  teenagers  who  are  normal  in  every  way.  Those  with 
neuromotor  problems  may  sometimes  think  that  their  overall  condition  is  worsening 
due  to  progressive  deterioration. 

Adolescence  sometimes  brings  on  increased  motivation  to  become  more 
self-sufficient  in  social  skills  and  self-help,  and  to  function  more  independently. 
The  teenager  experiences  feelings  of  frustration,  insecurity  and  conflict  as  he  tries 
to  adjust  to  the  normal  social  and  emotional  changes  that  are  taking  place  despite 
limited  physical  and/or  mental  capability.  For  the  teenager  confined  to  a 
wheelchair,  who  may  even  need  to  be  fed,  the  struggle  for  independence  seems 
insurmountable. 

The  developmentally  disabled  teenager  who  has  the  mental  ability  to  understand 
should  be  told  the  truth  about  his  disabilities.  This  should  be  done  in  stages  rather 
than  ail  at  once  so  that  he  has  time  to  think  about  it  and  ask  questions.  He  may  also 
need  to  learn  how  to  cope  with  the  reality  that  he  may  meet  rejection  as  he  moves 
into  the  larger  community  and  association  with  others  his  own  age.  Some  teenagers 
may  be  reluctant  to  grow  up  because  they  feel  insecure  about  their  physical  or 
learning  disability.  Yet,  there  are  disabled  teenagers  who,  by  example,  have  helped 
others  to  understand  and  accept  the  handicapped  person. 

Careful  assessment  and  planning  by  the  care  team  is  needed  during  this  stage  to 
provide  the  special  support  that  may  be  needed  in  health,  emotional,  social  and 
sexual  matters.  As  provider,  you  can  give  support  for  the  adolescent  seeking  a place 
in  school  and  the  community  and  help  parents  who  may  be  reluctant  to  have  their 
child  face  the  difficulties  that  may  be  encountered.  You  must  be  sensitive  to  the 
changes  that  are  occurring  and  help  the  teenager  cope  with  social  and  emotional 
changes,  and  offer  support  which  can  aid  in  resolving  conflicts  by: 

• helping  the  individual  develop  a feeling  of  identity  and  belief  in  self; 

• recognizing  physical  need  for; 

foods  high  in  protein  and  calcium  because  of  rapid  growth; 

diets  to  control  overweight  and  underweight; 

exercise,  rest  and  recreational  activities  that  foster  socialization. 
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THE  ADULT 

The  handicapped  teenager  who  has  had  a continuum  of  positive  experience  may 
have  an  easier  time  adjusting  to  the  responsibilities  of  adulthood.  The  young  adult 
may  gain  from  group  living  in  making  the  adjustments  to  living  in  the  community  as 
an  independent  adult.  The  basic  concept  is  that  growth  and  development  continues 
to  take  place  throughout  life,  but  must  be  supported  by  a planned  program  and 
assistance  that  makes  it  possible. 

Maintenance  in  as  normal  an  environment  as  possible  should  be  the  continuing 
goal  in  providing  services  to  adults.  For  the  developmentally  disabled  adult  has  the 
same  basic  needs  as  other  adults;  a place  to  live,  to  work  and  the  desire  to  be  a part 
of  and  share  in  the  community. 

How  well  the  special  needs  of  the  disabled  person  were  met  early  in  life  will 
determine  his  abilities  and  needs  as  an  adult.  If  he  was  able  to  profit  from 
developmental,  educational  and  physical  habilitation  services  and  training  during 
earlier  years,  the  needs  will  be  different  from  those  of  the  individual  who  was 
denied  these  opportunities  because  of  physical  and/or  mental  limitations  or 
unavailable  services. 

The  mature  and  aging  adult  may  have  increasing  needs  for  service  because  of 
increasing  health  problems  and  the  infirmities  associated  with  the  aging  process. 
The  process  of  aging  is  unique  to  each  individual,  which  is  also  true  of  the  person 
with  developmental  disabilities.  In  some  instances,  physical  and  developmental 
deficiencies  may  seem  to  exacerbate.  There  is  a loss  of  parental  support  and 
responsibility,  which  may  mean  changes  in  living  arrangements  that  are  difficult  for 
the  older  person.  The  person  may  be  more  isolated  and  can  benefit  with  help  in 
maintaining  social  contacts. 

Continued  services  should  be  based  on  an  assessment  of  health,  physical, 
psychological  and  social  needs  and  evaluation  of  the  individual's  functional  ability 
and  skills  for  dealing  with  identified  needs. 

Some  older  adults  will  need  complete  care,  including  personal  and  home 
maintenance,  others  will  need  partial  services,  while  still  others  need  assistance 
only  to  establish  an  independent  living  situation.  In  providing  assistance,  the 
provider  will  relate  to  the  continuing  lifelong  plan  developed  by  an  interdisciplinary 
staff  of  professionals  which  recognizes  that  the  disabled  person  has; 

• needs  identical  to  those  of  a normal  person; 

• acquired  skills  that  may  be  used  to  work  and  to  maintain  oneself  and  live 

independently; 

• ability  to  continue  to  grow  and  develop. 


Play  Motor 

Toys  Activities  Toileting  Dressing  Feeding  Speech  Abilities 
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NORMAL  GROWTH  AND  DEVELOPMENT 


1-3  mos. 

4-8  mos. 

9-12  mos. 

More  reflex.  Grasp  reflex. 
Sucking,  rooting,  tonic 
neck.  Rolls  from  side  to 
back 

Balances  head  and  holds 
on.  Palmar  grasp.  Hand 
to  mouth.  Rolls  over, 
Sits  alone  with  help, 
may  stand  with  help 

Can  change  from  lying 
on  abdomen  to  sitting 
up.  Creeps,  pulls  to 
stand  up,  walks  with 
support,  sits  alone 
i ndefi ni tely 

Stops  activity  when  hears 
sound.  Throaty  noises, 
Coos,  gurgles.  Recognizes 
voices.  Turns  head  to 
sound 

Coos,  gurgles,  and 
laughs.  Recognizes 
human  voices.  Turns 
head  to  sounds.  Crows 
and  squeals.  Listens 
to  own  voice 

Responds  to  name, 
"no-no"  and  "bye-bye" 
Copies  sounds.  Listens 
carefully.  Vocabulary 
1-4  words 

Sucking  and  rooting 
ref 1 ex 

Recognizes  bottle.  Takes 
strained  foods  well , 

Holds  and  sucks  and  bites 
cookie.  Chewing  spoon 
begi ns 

Holds  bottle.  Finger 
feeds.  Drinks  from  cup 
with  help.  Begins  to 
hold  spoon 

— 

— 

Cooperates  in  dressing 

— 

— 

— 

— 

Holds  small  toys.  Looks 
around.  Likes  to  look 
at  self  in  mirror.  Plays 
by  self  for  short  time 

Enjoys  banging  objects 
together,  Examines  object 
in  hand 

Appeal  to  sense  of  touch- 
rattle,  soft  cuddly  toys 

Likes  toys  that  he  can 
put  in  and  out  - blocks, 
etc. 

REPRINTED  from  A Better  Answer: 

Homemaker -Home  Health  Aide  Services  for 
Persons  with  Developmental  Disabilities; 
Esther  Gilbertson,  National  HomeCaring 
Council,  New  York,  I98I. 


Motor 
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|\I0RMAL  GROWTH  AND  DEVELOPMENT 

— -waaBi 


12-18  mos. 

2 years 

3 years 

Perfected  grasp, 
stands  up  alone, 
Walks,  Climbs,  Pushes 
chairs  around.  Sits 
in  small  chair 

Runs  - heel  toe  contact. 
Climbs  stairs  slowly. 
Turns  door  knobs.  Kicks 
bal 1 , Squate  to  play 

While  running,  can  stop 
suddenly.  Walks  up  and 
down  stairs  like  adult. 
Rides  tricycle,  swings, 
cl imbs 

Jargon  understands 
simple  commands,  can 
point  to  object  when 
named.  Vocabulary  of 
8-10  words 

Uses  jargon,  combines 
words  "me"  - "mine".  May 
have  vocabulary  of  200  - 
300  words 

Uses  pronoun  "I",  Uses 
sentences,  asks  questions, 
listens  to  longer  stories. 
Vocabulary  800  - 1000 
words 

Eats  with  spoon.  Spills 
often.  May  no  longer 
need  bottle.  Holds 
glass  with  2 hands. 
Needs  supervision 

Inserts  spoon  correctly. 
Plays  with  food.  Tries  to 
wash  hands  by  self.  Knows 
what  is  food  and  what  is 
not 

— 

Removes  simple  items  of 
clothing.  Tries  to  put 
on  shoes 

Helps  undress  and  dress 
self.  Pulls  on  simple 
clothes-may  be  backward. 
Puts  shoes  on-may  be  on 
wrong  foot , Tries  to  button , 
Tries  to  brush  teeth 

Unlaces,  Tries  to  lace 
shoes,  can  operate 
fastners.  Undresses  and 
dresses  with  some  help 

Regularity  of  bowel 
movements  and  urination, 
tells  someone  when  wet  - 
may  sometimes  indicate 
need 

Asks  to  go  to  toilet  - 
requires  assistance 

Goes  to  toilet  by  self 
if  clothing  is  simple. 
Needs  help  with  wiping 

Has  favorite  toy. 
Scribbles  with  pencil  or 
crayon.  Throws  ball, 
pulls  toys,  plays  alone 

Likes  to  push  and  pull 
small  toys.  Enjoys  small 
objects.  Solitary  play  or 
parallel  play.  Enjoys  clay, 
blocks,  water 

Begins  to  share.  Uses 
scissors.  Draws  simple 
figures,  "Make  believe", 
parallel  play 

Takes  apart  and  put 
together  toys.  Brightly 
colored,  large  and 
unbreakable 

Building  blocks.  Hammer 
and  peg  set.  Bean  bags. 

Big  ball  to  kick,  catch, 
throw.  Large  spoon  and  pan 

Crayons,  paints.  Simple 
books.  Modeling  clay. 
Tricycle,  swing,  slide, 
mud  pies 

Play  Motor 

Toys  Activities  Toileting  Dressing  Feeding  Speech  Abilities 


96 


NORMAL  GROWTH  AND  DEVELOPMENT 


4 years 

5 years 

5 years 

Good  balance,  Skips, 
Performs  stunts 

Improved  balance  and  ' 

coordination.  Jumps,  hops 

General  good  condition 

Many  questions  "Why" 
"How,"  Talkative,  Tells 
tales,  counts  1-10  years. 
Vocabulary  1500  words 

Questions  more  meaningful,^ 
Likes  to  look  at  books. 
Knows  names  of  colors. 
Tries  to  write  letters,  ' 
Vocabulary  2000  words 

Writes  or  prints  name 
and  some  other  words. 
May  use  slang.  Can  use 
phone.  Recognizes  money 

Laces  shoes.  Dresses 
self,  except  for  tying 
shoes,  belt,  combs  hair 
with  help. 

Brushes  teeth 

Requires  occasional  * 

assistance,  may  learn 
to  tie  shoes 

General  independence 

General  Independence 

Imaginative  and  make 
believe  play.  Prefers 
2-3  children.  Special 
friend.  Cooperative 
play 

Capable  of  finishing 
what  he  starts,  dramatic 
play,  competitive  games, 
makes  recognizable 
drawings 

Performs  stunts  and 
enjoys  simple  games 

Old  clothes.  Simple 
games,  Dolls  to  dress 

Competitive  games. 

Crayons  and  paper  cutouts 

Likes  to  make  things. 
Pretends 
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IV.  FACTORS  IMPEDING  THE  DEVELOPMENTAL  PROCESS 

The  developmentally  disabled  person  can  be  described  as  one  who  has  not 
progressed  at  the  standard  rate  in  acquiring  certain  developmental  skills  in  motor, 
adaptive,  communicative  and  social  areas: 

Motor  Skills  involve  body  movement,  coordination,  and  balance  necessary 
for  such  activities  as  rolling  over,  standing  up,  walking  and  running. 

Adaptive  Skills  involve  the  problem-solving  abilities  and  manipulative 
skills  necessary  to  interact  effectively  in  the  environment,  for  instance, 
feeding,  and  dressing. 

Communicative  Skills  are  those  capacities  to  understand  and  express 
oneself  in  verbal  and  nonverbal  ways;  expression  by  way  of  gesture,  single 
words,  phrases  and  complex  sentences;  comprehension  by  way  of  following 
simple  or  complex  instructions. 

Social  Skills  are  those  abilities  required  to  interact  with  other  individuals, 
respond  to  the  presence  of  others,  and  the  capacity  to  play  appropriately 
with  peers. 

Each  milestone  of  skills  development  depends  on  the  achievement  of 
earlier  milestones,  i.e.,  cooing  precedes  babbling  which  precedes  phrasing  in 
language  development;  just  as  sitting  balance  precedes  standing  balance  in 
motor  development.  It  is  important  to  remember  that  the  child  develops  new 
skills  based  on  ones  that  have  previously  been  attained.  Inability  to  reach  an 
earlier  developmental  level  will  prevent  the  person  from  reaching  a higher 
level  of  skill  development. 
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When  the  developmental  process  veers  off  course  or  stops,  it  may  be  due 
to  factors  within  the  body  such  as  inherited  genetic  influences,  or  due  to 
factors  outside  the  body  such  as  environmental  influences.  In  some  cases  it  is 
due  to  a combination  of  genetic  and  environmental  factors: 

Genetically,  we  know  that  many  conditions  can  be  passed  on  from  one 
generation  to  the  next.  A host  of  chromosomal  and  metabolic  disorders 
resulting  in  alteration  of  brain  structure  and  function  are  attributable  to 
genetic  factors. 

Example;  Down's  Syndrome. 

Environmentally,  many  things  happen  to  the  developmental  process  as  a 
result  of  external  forces.  These  influences  can  be  beneficial  --  such  as 
excellent  nutrition,  good  health,  or  good  schools  which  enhance 
development;  or  they  can  be  detrimental  such  as  malnutrition,  head 
trauma,  or  infection  which  may  inhibit  development.  The  effect  depends 
not  only  on  the  nature  of  the  environmental  factor  but  also  on  the  stage 
of  the  individual's  neurological  development. 

Example;  lead  paint  poisoning 

Prenatal  problems  can  be  devastating  since  they  interfere  with  the  actual 
structural  development  of  the  brain  and  organ  systems. 

Example:  German  measles  (Rubella) 

Perinatal  problems  occuring  around  the  time  of  labor  and  delivery  usually 
interfere  with  the  proper  transport  of  oxygen  and  other  nutrients  to  the 
brain. 

Example;  cerebral  palsy 

Postnatal  problems  are  those  occurring  after  the  newborn  period. 
Examples:  head  trauma  and  malnutrition. 
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V.  CAUSES  OF  DEVELOPMENTAL  OISABILITIES^^^ 

The  state  of  neurological  development  determines  to  what  degree  the  brain  is 
vulnerable  to  damage.  Those  areas  of  the  brain  that  are  undergoing  most  rapid 
growth  are  most  susceptible  because  of  their  increased  need  for  oxygen  and 
nutrition.  Thus,  younger  children  and  infants  are  more  vulnerable. 

You  should  familiarize  yourself  with  the  following  common  causes  of 
developmemtal  disabilities. 

PRE-NATAL  CAUSES  (before  birth): 

A.  Maternal  Disease  Conditions 

1.  Chronic  Renal  Disease 

2.  Diabetes 

3.  Toxemia 

4.  Rh  Incompatibility  (mother  Rh  negative  and  fetus  Rh  positive): 

5.  Poor  Nutrition 

B.  Direct  Damage  to  Fetus 

1.  Infection,  i.e..  Rubella  (German  Measles),  Syphilis 

2.  Radiation 

3.  Drugs  and  chemicals 

4.  Genetic  defects,  i.e.,  Down's  Syndrome 

5.  Metabolic  (chemical)  errors  or  inborn  error  in  metabolism 

PERINATAL  CAUSES  (during  childbirth): 

The  process  of  birth  is  the  single  major  challenge  to  the  newborn. 

A.  Maturity: 

1.  Premature  less  than  37  weeks. 

2.  Postmature. 

3.  Low  birth  weight  --  less  than  2K  grams  (4^  lbs). 

4.  High  birth  weight  — greater  than  4.5K  grams  (10  lbs). 
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B.  Labor  and  Delivery; 

1.  Prolonged  or  severely  irregular  contractions  will  interfere  with 
blood  flow  in  fetus. 

C.  Presentation  of  Fetus; 

1.  Breech  — rump  or  feet  first. 

2.  Transverse  — long  axis  of  body  is  at  right  angles  to  the  birth  canal. 

D.  Analgesia  and  Anesthesia  (drugs): 

E.  Multiple  Births 

POSTNATAL  CAUSES  (after  birth) 

A.  Physical  Trauma 

1.  Accidents 

2.  Child  abuse 

3.  Disease  - brain  damage  or  weakened  organs 

1.  Infections 

a.  Meningitis 

b.  Encephalitis 

c.  Influenza 

2.  Tumors 

C.  Drugs  and  Chemicals,  i.e.,  Lead  Paint  Poisoning 

D.  Nutrition 

1.  Malnutrition 

2.  Diets  high  in  certain  nutrients 

E.  Environmental 

1.  Learned  helplessness 

2.  Cultural  deprivation 

3.  Social  influences 

4.  Learned  psychological  disorders 
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VI.  DEVELQPMENTALLY  DISABLING  CONDITIONS 
GENETIC  DEFECTS: 

Counseling  based  on  genetic  testing  is  provided  for  parents  or  prospective 
parents  who  have  family  histories  which  predispose  their  children  to  developmental 
disabilities. 

0 Down's  Syndrome:  General  physical  and  mental  retardation  caused  by  trisomy 
21  (an  extra  chromosome),  occurs  in  one  out  of  every  600  births. 

0 Phenylketonuria  (PKU):  A disorder  of  metabolism  occurring  in  one  out  of  every 
20,000  births.  Fortunately,  this  disorder  can  be  treated  with  a special  diet. 

0 Tay-Sachs  Disease:  Usually  afflicts  Jews  of  Eastern  European  dissent.  This 

rare  disorder  manifests  itself  in  the  body's  inability  to  metabolize  fats,  which 
are  deposited  in  the  brain  and  other  tissues.  This  is  a degenerative  disorder 
which  results  in  death  at  age  3 or  4. 

INFECTIONS: 

0 Encephalitis:  Inflammation  of  the  tissues  of  the  brain  caused  by  bacteria  or 
viruses. 

• Meningitis:  Inflammation  of  the  membranes  of  the  brain  and  spinal  cord. 

0 Rubella  (German  Measles):  If  contracted  by  the  mother  during  the  first 

trimester,  it  can  cause  the  fetus  to  be  maldeveloped.  Some  of  the  resulting 
disabilities  are:  cataracts  (causing  blindness),  deafness,  heart  disease,  and 

mental  retardation. 

LEAD  POISONING: 

Lead  paint  poisoning  can  affect  the  central  nervous  system  and  the  brain.  When 
sufficient  quantities  of  lead  get  into  the  circulatory  system,  it  causes  the  blood 
vessels  in  the  brain  to  leak,  causing  the  brain  to  swell.  This  neurological  impairment 
can  result  in  mental  retardation.  Screening  clinics  have  been  set  up  in  urban, 
low-income  areas  and  paint  removal  campaigns  have  alerted  residents  to  the  hazards 
of  lead  paint. 
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MENTAL  RETARDATION:^^^ 

As  a broad  definition,  mentally  retarded  people  are  simply  people  who  learn 
slower  than  others.  This  means  they  perform  intellectual  tasks  at  a below  average 
rate.  They  find  it  more  difficult  to  learn  to  deal  with  their  environment  - which  is 
another  way  of  saying  mentally  retarded  persons  have  more  trouble  than  their 
non-retarded  peers  adjusting  to  social  and  job  situations. 

Mental  retardation  is  a label  that  refers  to  a level  of  current  performance.  The 
term  does  not  imply  anything  about  either  the  potential  for  growth  and  change  for 
any  individual,  or  the  cause  of  the  condition. 

Nearly  90%  of  the  more  than  six  million  mentally  retarded  persons  in  this 
country  can  be  classified  as  mildly  retarded.  They  differ  from  non-retarded  persons 
primarily  in  their  rate  and  degree  of  intellectual  development.  If  they've  received 
proper  educational  and  vocational  help  during  their  early  years,  most  mildly 
retarded  adults  hold  jobs,  raise  families,  buy  cars,  pay  taxes  and  take  part  in 
community  activities.  And,  most  likely,  they  aren't  even  identifiable  as  mentally 
retarded. 

Retardation  in  moderately  retarded  individuals,  who  represent  around  6%  of  the 
nation's  mentally  retarded  population,  is  more  obvious,  but  early  educational 
opportunities  can  also  prepare  these  individuals  to  live  satisfying  and  productive 
lives  in  the  community. 

Even  severely  and  profoundly  retarded  persons,  people  who  frequently  also  have 
handicaps  other  than  retardation,  usually  can  learn  to  care  for  their  basic  needs  and 
perform  many  useful  activities. 

The  categories  are  meant  only  as  a general  diagnostic  guide;  individuals  placed 
by  professionals  within  the  same  level  may  vary  greatly  in  abilities  and 
characteristics.  These  categories  are  not  absolute;  individuals  may  move  up  or  down 
between  them  over  time. 

Causes,  Prevention  and  Cures 

Mental  retardation,  like  any  other  handicap,  is  a matter  of  degree  and  varies 
from  person  to  person.  There  are  no  "types"  or  "kinds"  of  people  affected,  though  to 
the  disproportionately  high  incidence  of  mental  retardation  among  low-income 
persons  does  indicate  that  malnutrition,  poor  learning  environments  and  generally 
hazardous  living  conditions  contribute  to  mental  retardation. 
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More  than  250  specific  conditions  have  been  discovered  which  cause  mental 
retardation,  including  German  measles,  lead  poisoning  and  chomosomal 
abnormalities.  Still,  no  clear  determination  of  cause  can  be  made  in  75-85%  of 
identified  cases. 

\A/ith  more  than  100,000  babies  born  mentally  retarded  each  year,  the 
importance  of  continuing  research  into  areas  of  prevention  becomes  alarmingly 
clear.  Much  can  now  be  done  to  alleviate  the  occurence  of  mental  retardation. 
Some  damaging  conditions  can  be  corrected  soon  after  birth;  others  can  be 
prevented  by  identifying  probable  danger  areas  in  expectant  mothers.  Proper 
prenatal  care,  good  nutrition  and  learning  opportunities  during  a child's  early  years 
are  additional  preventive  measures. 

SEIZURE  DISORDERS/EPILEPSY: 

Damage  to  the  central  nervous  system  (CNS)  can  result  in  a seizure  disorder 
which  is  described  as  any  abnormal  voluntary  neuromuscular  activity  which 
encompasses  a specific  part  of  the  total  body  and  may  create  loss  of  consciousness 
and  of  bowel  and  bladder  control.  The  neuromuscular  activity  of  a seizure  is 
described  as  tonic  (rigid)  or  clonic  (alternately  rigid  and  relaxed).  Barbiturates  are 
the  most  frequently  used  drugs  to  control  acute  seizure  activity. 

The  term  epilepsy  is  used  to  describe  recurring  seizures.  The  terms  "epilepsy" 
and  "recurrent  convulsive  disorders"  are  used  interchangeably.  Epilepsy  is  diagnosed 
primarily  from  a history  of  seizure  episodes;  it  is  confirmed  by  abnormal 
electroencephalograph  (EEG)  readings.  The  two  most  familiar  forms  of  epilepsy  are 
Grand  Mai  and  Petit  Mai  seizures. 

Grand  Mai; 

Onset  is  abrupt,  although  many  individuals  will  have  a warning  known  as 
an  "aura".  The  aura  is  described  as  peculiar  feelings,  sights,  sounds,  tastes, 
smells  or  the  twitching  or  spasm  of  small  muscle  groups.  The  individual  falls  to 
the  ground,  color  becomes  pale,  pupils  dilate  and  eyes  roll  upward  or  to  one 
side,  limbs  are  contracted  irregularly  or  are  rigid.  A short,  startling  cry  may  be 
heard.  Involuntary  urination  and  sometimes  defecation  may  occur.  The  pallor 
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may  change  to  cyanosis  (blue)  depending  on  the  length  and  severity  of  this  phase 
because  respiration  is  inhibited.  The  tonic  phase  may  last  20-40  seconds  or 
longer.  It  is  followed  by  clonic  activity  which  involves  the  whole  body.  Some 
side  effects  include  nausea,  depression,  stiffness  or  even  temporary  paralysis 
lasting  a few  minutes.  Usually  the  individual  is  exhausted  after  the  seizure  and 
falls  asleep.  (See  the  Reference  Section  for  guidelines  on  the  treatment  and 
reporting  of  a seizure.) 

Petit  Mai; 

Seizures  may  be  inherited  and  usually  occur  in  children,  but  in  rare  cases  occur 
after  age  20.  The  seizures  produce  brief  periods  when  the  individual  appears  to  be 
staring  or  daydreaming,  sometimes  with  rapidly  fluttering  eyelids.  The  individual 
does  not  fall  and  returns  to  normal  activity  without  being  aware  of  the  attack. 
Multiple  attacks  may  occur  in  one  day.  Exposure  to  blinking  lights  or 
hyperventilation  may  initiate  a petit  mal  seizure. 

CEREBRAL  PALSY: 

The  term  cerebral  palsy  is  used  to  describe  disorders  created  by  damage  to  the 
motor  centers  of  the  brain.  This  damage  may  occur  before,  during  or  shortly  after 
birth.  The  most  common  cause  of  cerebral  palsy  is  anoxia,  which  is  a decrease  in 
the  level  of  oxygen.  It  can  be  caused  by  the  destruction  of  fetal  red  blood  cells, 
twisting  of  the  umbilical  cord  during  pregnancy,  prolonged  labor  or  premature 
separation  of  the  placenta  from  the  wall  of  the  uterus.  One  infant  in  1,000  live 
births  is  born  with  this  condition  every  year. 

Cerebral  palsy  is  characterized  by  various  neuromuscular  abnormalities  such  as 
weakness,  paralysis  or  lack  of  coordination  of  voluntary  movements.  Other 
disorders  include  seizures,  visual  and  hearing  difficulties,  emotional  disorders, 
speech  problems,  and  mental  retardation. 

Due  to  damage  to  the  brain  in  earliest  childhood,  the  development  of  the  child 
is  delayed  or  stopped  and  becomes  disorganized  and  abnormal.  Characteristics  of 
the  cerebral-palsied  person  will  vary  in  type  and  degree,  but  frequently  include  the 
following: 

• Insufficient  control  of  the  head; 

• Inability  to  use  arms  and  hands  to  grasp  and  hold  things; 
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• Lack  of  ability  to  balance  and  control  posture,  especially  in  sitting,  standing 
and  walking; 

: • The  spastic  child  is  usually  still;  others  may  be  limp  or  "floppy"; 

• Variation  in  intelligence  ranges  from  normal  to  sub-normal,  depending  upon  the 
^ extent  of  the  brain  injury. 

The  care  and  handling  of  the  cerebral-palsied  child  may  be  a factor  in 
determining  the  degree  of  his  eventual  ability  for  self-care, 
j A comprehensive  plan  of  care  should  be  based  on  a careful  evaluation  and 
[;  diagnosis  by  professionals.  Different  professional  therapists  may  be  needed  as  the 
! child  progresses  through  different  stages  of  development.  These  include  physical, 
I speech  and  occupational  therapists,  educational  specialists,  and  others.  The  parents 
! or  caretaker  should  be  instructed  in  the  exercises  and  management  by  a team 
• member  to  insure  proper  and  consistent  care.  Misapplied  exercises  could  hinder 
development  rather  than  help. 

AUTISM:^^^ 

Autism  is  a severe  disorder  of  communication  and  behavior  which  begins  in 
early  childhood.  Autistic  children  include  those  with  infantile  autism  (Kanner's 
Syndrome),  childhood  psychosis,  childhood  schizophrenia  or  other  conditions 
characterized  by  severe  defects  in  language  and  behavior  and  by  the  inability  to 
relate  to  others.  "Autistic  aloneness"  is  characterized  by  staring  into  space, 
non-response  to  sounds  and  total  lack  of  interest  in  other  persons.  Other  common 
characteristics  are  failure  to  use  speech  effectively,  rocking  or  other  repetitive 
behavior,  tantrums,  problems  of  toilet  training  and  feeding  and  absence  of  social 
awareness.  It  is  not  known  what  causes  primary  childhood  autism,  but  evidence 
suggests  that  it  may  be  similar  to  the  inborn  disorders  of  metabolism.  There  are 
about  10,000  such  children  in  the  United  States. 
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PREVENTION  OF  DEVELOPMENTAL  DISABILITY  CONDITIONS: 

Preventive  measures  are  based  on  increased  knowledge  about  factors  that  can 
contribute  to  mental  retardation  and  on  genetic  counseling.  Some  risk  factors 
associated  with  pregnancy  include  a maternal  age  of  under  16  years  or  a first  baby 
after  age  30,  premature  labor,  and  Rh  incompatibility.  Proper  care  during 
pregnancy,  including  good  nutrition,  non-exposure  to  x-rays,  and  controlled  use  of 
drugs  are  some  preventive  measures.  Intensive  care  nurseries  and  improved  care 
assessment  and  testing  in  the  fetal  and  newborn  stages  are  other  preventive 
measures. 
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VII.  MEDICAL  CONCERNS  AND  RESPONSIBILITIES 

TRAINER:  You  should  read  all  the  materials  in  this  unit  on  medication.  Also, 
review  and  show  the  group  a copy  of  the  Controlled  Substances  Handbook  (MDMH, 
Division  of  Mental  Retardation,  June  1978)  for  a list  of  drugs,  their  uses  and  side 
effects.  Have  program  participants  check  with  their  supervisors  for  copies.  Refer 
to  the  sample  medical  forms  included  in  this  unit.  Review  the  supplementary 
information  on  medication  in  the  reference  section. 

The  material  in  this  unit  can  be  enhanced  by  the  providers*  participation 
regarding  illness  and  medication.  They  may  have  some  medical  background  or 
relevant  experience  with  their  own  family  members. 

* * * 

Since  many  developmentally  disabled  individuals  are  on  a maintenance  dosage 
of  medication,  or  occasionally  require  medication,  the  following  section  on  medical 
concerns  and  responsibilities  is  critically  important  to  your  role  as  provider. 

You  should  insist  that  your  agency  clearly  state  the  policies  which  exist  for 
administering  medication  and  that  proper  written  authorizations  regarding  medical 
issues  be  obtained  prior  to  delivering  service  to  a client. 

Prior  to  beginning  your  client  service,  you  should  be  sure  to  have  all  relevant 
medical  information  about  the  client,  including  health  status,  medication  taken,  and 
special  procedures  involved. 

The  primary  caretaker  or  parent  should  inform  you  as  to  how  the  client  reacts 
to  his  medication.  This  information  should  be  recorded  on  the  medical  form  and 
made  available  to  the  doctor.  This  information  should  be  available  to  you,  in 
writing,  prior  to  beginning  service. 

In  instances  when  a client  is  regularly  on  medication,  obtain  written 
authorization  from  the  family  to  administer  medication  in  the  dosage  and  method 
they  specify.  A statement  similar  to  this  one  could  be  used  as  part  of  the  service 
agreement: 

"The  family  authorizes  the  provider  to  administer  such  medications  in 
such  dosages  to  the  client  as  specified  in  the  medical  information 
section.  The  family  further  agrees  to  make  such  medications  in  the 
proper  dosages  available  to  the  provider  at  or  before  the  commencement 
of  this  agreement." 
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DETECTING  ILLNESSES^^^ 

The  general  signs  and  symptoms  of  illness  are: 

• Any  change  in  activity  level  or  general  behavior  (listlessness,  increased 
irritability,  fussiness,  loss  of  appetite). 

e Any  rash  on  face,  neck,  abdomen  or  back. 

• Cough,  sneezing,  red  watery  eyes,  and/or  sore  throat. 

• Fever  - if  the  person  is  hot  to  the  touch  (using  the  back  of  your  hand),  take  the 
temperature  with  a thermometer. 

• Pain  is  one  of  the  single  most  important  symptoms  of  illness. 

In  assessing  pain,  note  the  following  factors; 

Type  of  pain;  aching,  burning,  cramping,  dull,  sharp,  etc. 

Location  of  pain;  describe  exact  area. 

Nature  of  pain,  sudden  onset,  slow  to  develop,  intermittent,  gradually 
increasing  intensity,  etc. 

This  information  should  be  recorded  for  easy  reference. 
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VIII.  EMERGENCY  PROCEDURES  AND  FIRST  AID^^^ 

As  a care  provider,  you  should  complete  training  courses  in  First  Aid  and 
Cardiopulmonary  Resuscitation  (CPR)  before  beginning  service.  Check  with  your 
supervisor  on  programs  offered  through  your  agency. 

EMERGENCY  PHONE  NUMBERS; 

When  you  begin  your  assignment  check  to  see  that  emergency  phone  numbers 
are  posted  by  the  phone.  These  should  include  emergency  squad,  ambulance  service, 
fire  department,  physician,  police  department,  and  poison  control  center.  Help  the 
family  complete  the  EMERGENCY  FORM  (see  sample)  if  the  information  has  not 
already  been  compiled. 

If  someone  needs  immediate  help,  it  may  be  up  to  you  to  evaluate  the  situation 
and  give  emergency  care  according  to  the  priority  of  needs.  Do  not  leave  someone 
who  needs  immediate  help.  Have  someone  else  call  for  help.  When  someone  needs 
help  but  not  immediate  care  to  sustain  life,  the  provider's  responsibility  is  to 
prevent  more  injury,  seek  medical  help,  and  keep  the  person  calm.  Good  judgment  is 
needed  to  give  good  emergency  care.  The  whole  situation  must  be  evaluated  to  see 
what  help  is  needed  first  and  what  the  problems  are. 

EMERGENCY  EXIT  PLAN: 

Determine  if  an  emergency  exit  plan  exists  and  assess  whether  your  client  is 
capable  of  using  it  in  an  emergency.  An  emergency  exit  plan  is  simply  a plan  for 
leaving  the  home  in  an  emergency,  and  takes  on  all  the  features  of  the  traditional 
fire  drill.  Meeting  places  should  be  designated  outside  the  building  so  that  everyone 
can  be  accounted  for  - quickly.  In  creating  this  plan  you  must  evaluate  the  disabled 
individual's  understanding  of  an  emergency  situation  and  his  capability  of 
self-preservation.  A plan  for  other  types  of  emergency  which  may  be  likely  to  occur 
in  your  area  should  include  what  to  do  in  the  case  of  a storm  or  tornado  warning. 

As  a provider,  you  should  plan  the  following  in  advance  in  conjunction  with 
agency  staff  and  the  client's  family; 

• which  floors  and  bedrooms  are  to  be  used  for  sleeping; 

• which  bedroom  each  client  will  use; 

• which  exit  the  client  will  use; 
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• who  will  assist  the  client; 

• where  everyone  will  meet; 

• which  bedroom  the  care  provider  will  use; 

• where  everyone  will  go  during  storm  and/or  tornado  warnings. 

POISONING; 

• Call  the  Poison  Center  immediately.  (Trainer  should  provide  local  phone 
number.) 

• If  the  client  is  unconscious  get  medical  help  immediately  by  phoning  for 
an  ambulance. 

• Save  the  container  if  you  have  identified  the  poison. 

• Have  the  following  on  hand  to  use  ONLY  if  directed  by  the  Poison  Center: 

Ipecac  syrup  (to  induce  vomiting) 

Activated  charcoal  (to  absorb  poison) 

Epsom  salts  (a  strong  laxative) 


E MERGENCY 


EIRE 


POnCE 


AMBULANCE 


POISON  CONTROL 


DOCTORS 


PHARMACY 
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- IX.  SUMMARY 

By  now  you  should  have  an^  informed  perspective  on  the  normal  patterns  of 
growth  and  development,  and  the  dramatic  impact  that  disruptions  in  these  patterns 
can  cause  for  the  individual. 

You  have  learned  about  some  of  the  many  causes  of  developmental  disabilities 
and  seen  how  an  extra  chromosome,  poor  nutrition,  lead  paint,  or  a few  minutes  of 
oxygen  deficiency  can  impact  the  lives  of  an  entire  family  for  years. 

With  your  new  understanding  of  the  causes  and  manifestations  of  these  disabling 
conditions,  you  should  feel  more  comfortable  discussing  the  limitations  and  the 
potentials  of  your  clients  with  other  specialists  as  you  formulate  and  carry  out  the 
plan  of  care. 

vVe  have  reviewed  some  of  the  medical  issues  you  may  face  and  offered 
practical  guidelines  on  when  and  how  you  should  intervene  in  routine  as  well  as 
emergency  situations. 

With  this  factual  information  in  hand,  we  can  now  look  into  the  interpersonal 
dynamics  you  will  encounter  as  you  begin  your  respite  service. 


REFERENCE  INFORMATION 


FIRST  AID  FOR  E£ILEPSY 


1.  Keep  calm  when  a major  seizure  occurs.  You  cannot  stop  a seizure  once  it  has 
started.  Do  not  restrain  the  person  or  try  to  revive  him. 

2.  Clear  the  surrounding  area  of  hard,  sharp  or  hot  objects  which  could  cause 
injury.  Place  a pillow  or  rolled-up  coat  under  the  head. 

3.  Do  not  force  anything  between  the  teeth.  If  the  individual's  mouth  is  open,  you 
might  place  a soft  object  like  a handkerchief  between  the  side  teeth. 

4.  Turn  the  person's  head  to  the  side,  and  make  sure  breathing  is  not  obstructed. 
Loosen  necktie  and  tight  clothing  but  do  not  interfere  with  movements. 

5.  Do  not  be  concerned  if  the  person  seems  to  stop  breathing,  but  continue  to 
monitor  this.  3e  alert  if  the  patient  seems  to  pass  from  one  seizure  into 
another  without  gaining  consciousness.  This  is  rare  and  requires  a doctor's  help. 

6.  Carefully  observe  the  person's  actions  during  the  seizure  for  a full  medical 
report  later.  When  the  seizure  is  over  let  the  patient  rest  if  he  wishes. 

The  reporting  of  seizures  is  extremely  important  for  their  long-range  treatment. 

(Refer  to  the  Seizure  Observation  Report  on  the  next  page.) 
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SEIZURE  OBSERVATION  REPORT 

DATE: 

TIME  OF  OinISET: 

TIME  OF  END  OF  SEIZURE: 


Check  applicable  item(s): 

1.  I observed  that  the  client 

cried  out 

became  confused 

became  disturbed 

vomited 

had  a jerking  of  the: 

right  arm 

left  arm 

right  leg 

left  leg 

I did  not  see  any  of  the  above 

2.  I observed  the  client  fall: 

backward 
_____  forward 

to  the  right 

^to  the  left 

\ did  not  see  any  of  the  above 


4.  I observed  that  the  client: 

became  rigid 

_body  jerked  rhythmically 

was  unconscious  ( ) 

minutes 

received  lacerations 

(location)  

I did  not  see  any  of  the 

above 


5.  After  the  seizure  period,  I 
noted  that  the  client: 

_had  a bowel  movement 

had  bitten  his  tongue 
had  urinated 

_I  did  not  observe  any  of  the 

above. 


3.  I saw  the  client's  eyes  turn: 

to  the  right 

to  the  left 

upward 

I did  not  see  any  of  the  above. 

6.  Present  medication  is: 


7.  Remarks 


Reported  by: 


Date: 
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GUIDELINES  FOR  MEDICATIONS 


1.  Always  tell  the  doctor  what  medicine  the  client  is  taking  before  a new  drug  is 
prescribed.  Ask  about  side  effects  and  desired  effects.  A list  of  medications, 
including  time  to  be  taken  and  dosage  should  be  maintained. 

2.  Keep  all  medicine  in  the  container  in  which  it  was  purchased. 

3.  Only  give  medication  to  the  person  for  whom  it  was  prescribed. 

4.  Your  client  should  take  the  medication  for  the  length  of  time  prescribed:  no 
longer  or  shorter. 

5.  You  should  check  with  the  pharmacist  about  "over  the  counter"  drugs  your 
client  is  taking.  This  will  assure  that  the  medication  your  client  is  already 
taking  is  compatible  with  the  new  drug. 

6.  If  you  notice  an  individual  acting  differently  or  skin  reactions  starting  after  a 
new  medication  has  begun,  check  with  the  doctor  right  away. 

7.  Always  check  the  area  where  medication  is  kept  for  expired  bottles.  Any 
medication  that  has  expired  should  be  flushed  down  the  toilet.  You  should  also 
flush  unused  medication  after  discontinuation.  The  container  should  be  disposed 
of  also  and  not  used  for  other  purposes. 

8.  Never  use  medication  from  an  unlabeled  container. 

9.  Always  observe  that  medication  has  been  swallowed  completely.  Do  not  assume 
that  pills  found  behind  a client's  bed  or  under  the  chair  cushion  are  from  the 
most  recent  dose.  Do  not  give  an  extra  dose  of  medication  in  this  case. 
Observe  the  client  very  closely  when  you  find  the  medication  discarded. 

10.  Know  why  the  medication  is  being  used,  for  how  long  (six  months,  lifetime 
treatment,  etc.),  and  what  changes  in  the  client's  condition,  emotions  or 
behavior  you  can  expect. 

11.  In  case  of  missed  dosage  of  medication  or  an  incident  in  which  a client  has 
received  the  wrong  medication  or  the  wrong  dosage,  notify  the  physician  who 
has  prescribed  the  medication  and  ask  for  instructions.  If  you  cannot  reach  this 
source,  call  the  nurse  consultant  to  your  program  for  instructions.  Report  this 
incident  in  writing  in  accordance  with  the  policies  of  your  organization. 

12.  Do  not  give  pills  with  milk  or  juice  unless  you  have  been  instructed  to  do  so  by  a 
doctor  or  nurse.  (These  foods  may  interfere  with  the  absorption  of  the  drug.) 


REPRINTED  from  Before  You  Call  the  Doctor, 
Read  This;  E.  Erdwein,  6.  Garvin, 

D.  Krouk-Gordon,  M,  Mayer;  TILL,  Inc., 
Dedham,  MA;  I98O. 
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13.  Avoid  hiding  medication  in  someone's  food.  This  might  bring  about  a dislike  for 
the  food,  or  a mistrust  of  the  staff  member  preparing  or  serving  that  food. 

14.  Record  on  the  medication  sheet  any  non-prescription  medication  your  client 
may  be  taking  for  colds,  headache,  constipation,  etc. 

15.  Do  not  put  medications  in  the  garbage  or  trash  where  children  and  animals  can 
get  hold  of  them,  (Always  check  with  the  supervisor  before  disposing  of  drugs.) 
Be  sure  to  dispose  of  them  safely: 

• Flush  it  down  the  toilet  (open  capsules  to  prevent  them  from  floating), 
e Burn  in  an  incinerator. 
m Dispose  of  them  in  the  garbage  disposal. 

16.  Report  to  the  supervisor  any  unusual  reactions  such  as  itching,  stomach  ache, 
diarrhea,  nausea,  vomiting,  rash,  hives,  headache,  confusion,  or  other 
symptoms.  Report  if  the  person  is  not  taking  medications  as  ordered  or  vomits 
after  takino  medication. 
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IMPORTANT  FACTS  ABOUT  MEDICATIONS 


CONCENTRATES: 

• Those  concentrates  that  are  in  bottles  with  squirt  dispensers  have  the  dosage  on 
top  of  the  lid.  The  squirt  is  accurate.  It  is  not  necessary  to  discard  the  first 
squirt  unless  you  have  reason  to  believe  it  is  inaccurate. 

• All  concentrates  must  be  diluted  as  directed  on  the  label.  Never  give  without 
first  diluting  because  this  may  cause  burns  in  the  mouth.  If  you  get  any  on  your 
hands,  wash  quickly  to  avoid  burning  your  skin. 

LIQUIDS: 

• If  a syrup  is  intended  to  soothe,  such  as  a cough  syrup,  it  should  be  given 
undiluted  and  should  not  be  followed  by  juice  or  water. 

• Elixer  is  generally  a potent  preparation  and  the  dose  is  usually  small  and 
frequently  does  not  exceed  4 ml  to  8 ml.  It  may  be  diluted  with  a liquid. 

• Thoroughly  shake  the  container  to  distribute  the  drug  evenly. 

• Wipe  the  bottle  rim  before  replacing  the  cap. 

• Drugs  that  are  unusual  in  appearance,  color,  odor  or  consistency  should  be 
checked  before  using. 

TABLETS: 

• Tablets  may  be  broken  only  if  they  are  scored  (marked  with  an  indented  line 
down  the  center).  Pills  not  so  marked  will  break  unevenly  and  give  an 
inaccurate  dose.  When  breaking  a tablet,  hold  in  a tissue  or  paper  towel  or  put 
into  the  cap  and  break  with  a spoon. 

• Any  hard  coated  tablet  (not  powdery)  should  NOT  be  crushed. 

• Non-coated  tablets  can  be  crushed. 


REPRINTED  from  Controlled  Substances 
Handbook;  Donald  Sostek  (ed.).  Mass. 
Dept  of  Mental  Health,  Div.  of 
Mental  Retardation,  Boston,  1978. 
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CAPSULES: 

• Capsules  containing  powder  may  be  opened  and  the  powder  dissolved  in  or  added 
to  a liquid  such  as  water,  syrup  or  apple  sauce. 

• Soft  gelatine  capsules  should  not  be  opened  - order  the  liquid  instead. 

• Spansules  are  capsules  with  small  particles  that  dissolve  at  varying  times  to 
provide  longer  effect.  These  should  not  be  taken  less  than  12  hours  apart. 
Make  sure  that  a spansule  was  ordered  and  not  a tablet  form  of  the  same  drug 
before  administering  the  spansule.  If  a spansule  was  given  instead  of  the 
prescribed  tablet,  this  is  an  error  and  must  be  reported. 

WITHHOLDING  MEDICATIONS: 

• If  a client  misses  a medication,  give  it  within  one-half  hour.  Do  not  wait  until 
the  next  dose.  THIS  IS  ESPECIALLY  TRUE  FOR  SEIZURE  MEDICATIONS.  If  a 
client  is  sleeping  after  a seizure,  don't  withhold  the  medication;  wake  him  up 
and  give  it  to  him  as  soon  as  this  is  reasonable.  Be  sure  that  the  client  can 
swallow  before  administering  the  drug. 

■ If  a client  has  diarrhea  and  is  taking  a laxative,  check  with  a nurse  before  you 
give  more  laxative  to  the  client. 

ADMINISTRATION  OF  MEDICINES: 

■ Be  honest  with  your  client;  let  him  know  he  is  taking  medicine.  Do  not  deny  it 
if  the  medication  is  "bad"  tasting. 

Stay  with  the  client  until  he  has  swallowed  the  medication. 

Do  not  pour  drugs  from  one  bottle  into  another. 

Do  not  write  on  the  labels  of  the  bottles. 

Do  not  permit  one  client  to  take  the  drugs  of  another. 

The  person  who  sets  up  the  medicines  should  also  administer  them. 

Mix  liquids  with  juice  or  water.  Avoid  use  of  essential  foods,  such  as  milk  or 
cereal,  because  the  individual  may  refuse  these  foods  later. 

Declomycin  stains  teeth  of  small  children. 

Tetracyclines  given  with  milk,  iron  and/or  vitamins  will  result  in  70%  loss  of 
antibiotic. 
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• If  you  are  unable  to  administer  a medication  to  a client  or  if  the  client  vomits 
soon  after  he  has  had  the  medicine,  report  this  to  the  parents  or  your  supervisor. 

• Unless  otherwise  directed,  administer  medications  with  a full  glass  of  water.  If 
instructions  suggest  taking  medicaion  on  "an  empty  stomach,"  then  give  them 
either  at  least  one  hour  before  or  two  hours  after  a meal. 

* * * 


SIDE  EFFECTS: 

Your  responsibility  is  to  observe  how  the  person  takes  the  medication,  report 
difficulties  encountered,  and  monitor  storage  and  disposal  of  medication. 

Some  side  effects  of  drugs  are  common.  You  should  be  aware  of  the  following: 

Effects  in  G1  Tract 
Nausea 
Vomiting 
Diarrhea 
Constipation 

Behavior  Changes 
Nervousness 
Dizziness 
Drowsiness 
Irritability 

Skin  Rash 


Fever 


Stimulants  may  cause 
Insomnia 
Lack  of  Appetite 

Blood  Changes  - shown  by  easy  bruising 
Frequent  Sore  Throats  and  Fever 


I 
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PROGRAM  TOWARD  INDEPENDENCE  IN 
SELF-ADMINISTRATION  OF  MEDICATION 

The  following  is  a list  of  steps  that  can  guide  providers  and  clients  in  the  safe 
administration  of  medication.  Regardless  of  where  the  individual's  skill  level  may 
be,  each  person  should  work  toward  independence  with  close  supervision.  The  list  is 
written  in  sequence  from  //I  (basic)  to  #10  (independence).  Each  step  must  be 
mastered  before  moving  on  to  the  next  step. 

Requiring  identification  of  the  label  three  times  may  seem  unnecessarily 
cautious,  but  it  has  averted  dangerous  mistakes  in  a variety  of  settings.  It  is 
suggested  that  you  not  set  a time  limit  for  reaching  a goal  with  the  individual,  but 
allow  him  to  proceed  at  his  own  relaxed  pace. 

Clients  living  in  cooperative  apartments  and  other  settings  may  experience  a 
great  degree  of  independence  in  self-help  skills  and  may  subsequently  wish  to 
assume  total  responsibility  for  self  medication.  Total  independence  should  be  based 
on  demonstrating  the  procedure  listed  in  #10.  They  should  know  that  their 
medication  should  not  be  used  by  anyone  else.  There  should  be  a staff  person  or  a 
health  care  provider  available  to  answer  questions  or  receive  reports  of  questionable 
effects  of  the  medication. 

Staff  are  ultimately  responsible  for  the  safe  administration  of  medications  and 
should  begin  the  program  by  referring  to  the  medication  record  prior  to  each 
administration  so  that  changes  in  prescribed  dosage  will  be  immediately  addressed. 
Staff  can  act  as  a liaison  between  clients  and  their  health  care  providers.  Listen 
carefully  to  what  your  client  tells  you  about  his  reactions  to  the  medications.  He 
may  be  allergic  to  a new  medication  or  suffering  undesirable  side  effects. 


REPRINTED  from  Before  You  Call  the  Doctor, 
Read  This;  E.  Erdwein,  G.  Garvin, 

D.  Krouk-Gordon,  M.  Mayer;  TILL,  Inc., 
Dedham,  MA;  I98O. 
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CLIENT  STATUS 

1.  Staff  person  places  medication  in 
client's  mouth. 


2.  Client  places  medication  in  own 
mouth. 


3.  Client  removes  medication  from  a 
cup  or  the  inverted  cap  of  the 
bottle  and  places  it  in  mouth. 
(Client  counts  as  staff  shakes 
tablets  directly  into  hand.) 


4.  Client  shakes  tablet  or  pours  the 
liquid  directly  into  the  cap  or 
cup,  and  swallows  the  medication. 


5.  Client  pours  medication  into  cap 
or  cup,  swallows  it  and  then  re- 
cords time  and  amount  on  medi- 
cation record. 


6.  Client  identifies  medication  in 

cabinet  as  his  own,  removes  bottle 
and  re-checks  label.  He  pours 
correct  amount,  then  swallows. 

He  re-checks  the  label  and 
returns  it  to  cabinet.  He  then 
records  the  medication. 


STAFF  INTERVENTION 

1.  Staff  notifies  client  of  need  for 
medication,  gets  glass  of  water,  (if 
indicated)  and  unlocks  cabinet.  Staff 
identifies  medication,  removes  it  and 
pours  correct  amount.  Then  re-checks 
label,  administers  to  client,  observes 
that  the  client  has  swallowed  and 
re-checks  the  label  before  returning  it 
to  cabinet. 

2.  Staff  notifies  client,  gets  water, 
unlocks  cabinet,  identifies  medication, 
removes,  re-checks  and  pours  correct 
amount.  Observes  that  it  has  been 
swallowed.  Staff  re-checks  label  and 
returns  bottle. 

3.  Staff  notifies  client,  gets  water, 
unlocks  cabinet,  identifies  medi- 
cation, removes  and  pours  correct 
amount  along  with  client  during  the 
transfer.  Observe  that  it  has  been 
swallowed,  re-check  the  label  and 
return  bottle. 

4.  Staff  notifies  client,  gets  water, 
unlocks  cabinet,  identifies  medi- 
cation and  removes  it  from  cabinet. 
Re-checks  label,  hands  bottle  to  client 
then  observes  amount  poured  and 
corrects  if  necessary.  Observe 
swallowing,  re-check  label  and  return 
bottle. 

5.  Staff  notifies  client,  gets  water, 
unlocks  cabinet,  identifies  medi- 
cation and  removes  it.  Re-checks 
label,  hands  bottle  to  client  and 
observes/corrects  as  client  pours. 
Observe  swallowing,  re-check  label  an 
return  bottle.  Staff  then  directs  clien 
to  the  medication  record  and  instructs 
him  in  proper  recording. 

6.  Staff  notifies  client,  gets  water, 
unlocks  cabinet  and  observes  the 
client's  procedure.  Correct  if 
necessary  and  reiterate  need  for 
checking  label  three  times. 


CLIENT  STATUS. 


STAFF  lNTEi=lVENTION 


i 
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7.  Client  gets  water,  identifies 
medication,  removes  bottle  and 
re-checks  label.  He  pours  and 
swallows,  then  re-checks  the 
label  and  returns  bottle  to 
cabinet.  He  records  medication. 

3.  Client  gets  water,  unlocks 

cabinet,  identifies  medication 
bottle  and  removes  it.  He  re- 
checks label,  pours,  swallows 
and  then  re-checks  label  before 
returning  bottle  to  cabinet. 

He  locks  cabinet  and  records 
medication. 

9.  Client  identifies  correct  time 
for  medication  and  notifies 

the  staff  person.  He  gets  water, 
takes  keys,  unlocks  the  cabinet, 
identifies  the  bottle,  removes  it 
and  re-checks  the  label.  He  pours 
correctly,  swallows,  re-checks  the 
label  and  returns  bottle.  He 
locks  the  cabinet  and  records  the 
medication  and  returns  the  keys. 

10.  Client  follows  procedure  as  above 
and  reports  any  undesirable  side 
effects  to  a staff  person  or  a 
provider.  He  can  now 

identify  the  need  for  the  medi- 
cation as  well  as  the  time  it  is 
to  be  taken  and  the  dose. 


7.  Staff  notifies  client,  unlocks 

cabinet,  observes  the  procedure 
as  above  and  corrects  if  necessary. 


3.  Staff  notifies  client,  hands  client 

the  key  and  observes  the  procedure, 
correcting  if  necessary.  The  staff 
person  keeps  the  medication  cabinet 
key  at  all  times. 


9.  Staff  accompanies  and  observes 
client,  correcting  if  necessary. 
Discuss  the  reason  for  use  of  this 
medication  and  the  desirable 
effects.  Also  inform  client  and/or 
observe  for  undesirable  side 
effects. 


10.  Observe  independent  procedure 
done  correctly  for  14  consecutive 
days.  Then  re-check  periodically 
(every  3 weeks  minimum).  Re-check 
after  any  prescription  changes. 
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TRAINER  FACT  SHEET 

SUGGESTED  GUEST  SPEAKERS;  Social  worker,  counselor  or  course  coordinator 
with  training  in  normalization. 

PURPOSE;  This  unit  will  explore  the  emotional  and  interpersonal  impact  of  a 
developmental  disability  on  the  individual,  the  family  and  the  provider.  Program 
participants  will  be  encouraged  to  explore  their  own  feelings  and  preconceptions 
about  disabled  individuals  and  find  ways  to  develop  and  convey  a positive  attitude. 

An  introduction  to  systems  theory  will  offer  a theoretical  framework  for 
establishing  relationships  within  new  and  unfamiliar  social  environments. 

Providers  will  share  their  common  thoughts  and  feelings  and  learn  to  deal 
constructively  with  the  concerns  that  will  arise  as  they  enter  each  new  client 
environment. 

A review  of  the  adjustment  "continuum"  will  prepare  providers  for  the  natural 
sequence  of  reactions  that  they  may  encounter  as  families  adapt  to  the 
developmentally  disabled  individual. 

Providers  will  learn  to  recognize  the  warning  signs  of  burnout  and  take  positive 
steps  to  prevent  or  relieve  its  effects  on  the  family  and  on  themselves. 

Finally,  providers  will  study  the  principal  of  "normalization"  as  it  applies  to 
services  for  disabled  individuals.  They  will  learn  how  a positive  attitude  toward  and 
by  the  disabled  individual  can  help  achieve  greater  independence  and  life  enrichment. 

03JEC TIVE5;  Upon  completion  of  this  unit,  participants  will  be  able  to 

• assess  and  evaluate  their  own  preconceptions  about  developmentally  disabled 
persons; 

• demonstrate  sensitivity  to  and  understanding  of  the  impact  of  a developmental 
disability  on  the  individual; 

• anticipate  and  prepare  for  the  initial  entry  into  the  client/family  environment; 

• recognize  and  understand  the  normal  stages  of  adaptation  (the  "continuum"); 

• exercise  sound  judgment  and  skill  in  building  the  client's  self-esteem; 

• demonstrate  an  understanding  of  the  theory,  benefits  and  practical  applications 
of  "normalization". 
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I.  INTRODUCTION 

Now  that  you  have  an  understanding  of  the  physical  causes  and  syiTiptoms  of 
developmental  disabilities,  we  are  ready  to  explore  the  emotional  and  interpersonal 
effects  a disabling  condition  can  have  on  the  individual,  the  family,  and  you,  the 
provider. 

We  will  share  some  of  the  common  misconceptions  and  concerns  about  working 
with  developmentally  disabled  people  and  entering  a new  and  unfamiliar 
environment. 

Once  we  get  the  issues  out  in  the  open,  and  you  feel  comfortable  expressing  and 
sharing  your  ideas  and  concerns,  we  will  begin  applying  theory  to  real-life  situations 
you  are  likely  to  encounter.  You  will  learn  how  to  recognize  and  deal  with  the 
natural  reactions  faimilies  often  exhibit  as  they  adjust  to  having  a developmentally 
disabled  member.  You  will  gain  an  awareness  of  how  the  disabled  individual 
perceives  himself  and  others,  and  you  will  acquire  skill  in  helping  the  individual  and 
his  family  focus  on  capabilities  rather  than  limitations. 

3y  the  end  of  this  unit,  you  should  feel  comfortable  and  optimistic  as  you 
prepare  to  enter  a new  client/family  situation.  You  will  know  what  to  expect,  what 
is  expected  of  you,  and  what  practical  steps  you  can  take  to  maximize  the  benefits 
of  your  service. 
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EXERCISE 


II.  STEREOTYPED  ATTITUDES^^^ 


PURPOSE; 

• Illustrate  peoples’  tendency  to  categorize; 

• Demonstrate  that  stereotypes,  regardless  of  how  they  affect  attitudes,  are  a 
part  of  everyone's  memory  bank; 

a Raise  stereotypes  into  the  trainee's  consciousness  so  they  may  monitor  their 
own  assumptions  and  expectations  and  deal  effectively  with  stereotyping  on 
others  who  relate  to  their  clients; 
a Promote  understanding  that  all  human  beings  are  unique. 

INSTRUCTIONS: 

1.  Briefly  discuss  the  purpose  of  the  exercise  and  define  what  you  mean  by 
"stereotype".  A general  definition  of  "stereotype"  might  be  a fixed  or 
conventional  concept  based  on  a preconceived  and  unreasonable  judgment  or 
opinion.  Such  a judgment  is  usually  an  unfavorable  one  marked  by  suspicion, 
fear,  intolerance  or  hatred.  Carefully  explain  that  you  wish  to  elicit 
stereotypes  that  many  people  harbor  or  that  the  participants  have  heard  from 
teachers,  co-workers,  relatives,  the  media,  etc.  In  effect,  assure  them  that 
what  they  say  will  not  be  interpreted  as  their  personal  beliefs  or  feelings. 
Stress  this  or  you  will  elicit  total  silence! 

2.  Write  on  the  chalkboard  "People  Who  Are  Rich",  or  "Poor",  "Southern",  "old", 
"Women",  etc.  Elicit  stereotypes  relating  to  the  group  of  people  being 
discussed.  You  may  need  to  initiate  the  activity  yourself. 

3.  Write  on  the  chalkboard,  "People  Who  Are  Developmentally  Disabled".  Elicit 
stereotypes  from  participants  relating  to  developmentally  disabled  people.  You 
may  have  to  nudge  and  hint  a bit  as  they  may  be  reluctant  to  say  anything 
negative.  Also,  people  tend  to  have  fewer  stereotypes  of  developmentally 
disabled  people  because  the  subject  was  not  openly  discussed  for  so  many  years. 

Examples; 

"They're  all  so  lovable." 

"They  can't  learn  much.  They  just  need  to  be  protected." 

"They  can't  live  alone." 

"They're  just  like  children,  no  matter  how  old  they  are." 

"Retarded  people  are  better  with  their  own  kind." 
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POINTS  FOR  DISCUSSION: 

• Reasons  for  stereotyping;  (Point  out  that  these  reasons  are  not  in  themselves 
bad.) 

quickly  evaluate  unfamiliar  situations 
desire  to  simplify  complex  situations 

■ Process  for  stereotyping; 

receiving  second-hand  information 

generalizing  this  information  to  all  people  within  a given  group 
reinforcing  the  stereotype  with  a single  first-hand  experience 

• Negative  aspects  of  stereotyping; 

based  on  false  assumptions 
too  simple  and  too  general 

use  of  negative  stereotypes  to  maintain  an  unjust  status  quo 

• Uniqueness  of  human  personalities; 

highly  individualized  quality  of  interpersonal  relationships 

all  people  have  unique  potentials  and  individual  strengths  and  weaknesses 

This  is  an  appropriate  time  to  introduce  the  concept  of  the  "self-fulfilling 
prophecy".  Explain  that  if  we  have  low  expectations  of  people,  we  are  more  likely 
to  get  poor  results. 

There  was  a well-known  experiment  called  "Pygmalion  in  the  Classroom". 
Teachers  were  told  that  certain  children  were  very  bright,  and  others  average.  The 
children  identified  as  bright  achieved  at  a much  higher  level  even  though  their 
intelligence  test  scores  were  the  same  as  the  other  group.  It  was  the  teacher’s 
expectations  that  made  the  difference. 
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III.  INITIAL  CLIENT/FAMILY  CONTACT 

A conscious  awareness  of  stereotypical  attitudes  is  important  as  you  enter  the 
field  of  respite  services.  This  becomes  paramount  at  the  point  of  entry  into  the 
family  home  or  community  group  home  — your  first  contact  with  the  client  and 
family  system. 

There  will  probably  be  some  anxiety  for  both  you  and  the  client.  The  client's 
family  may  also  have  mixed  feelings  about  acknowledging  their  need  for  assistance. 
Their  self-esteem  and  sense  of  adequacy  may  be  low,  and  yet  they  may  seek  relief 
from  the  responsibility  of  constant  care  for  the  disabled  family  member.  Some 
families  will  see  you  as  the  answer  to  their  prayers.  Some  will  resent  having  an 
"outsider"  coming  in  and  taking  over  because  they  are  unable  to  cope. 

Your  own  level  of  anxiety  will  be  related  to  how  secure  you  feel  about  your 
professional  identity,  knowledge  and  skills.  Common  questions  care  providers  have 
on  entering  the  family  home  or  community  residence  of  a new  client  include: 

• Hill  they  resent  my  intrusion  or  treat  me  as  an  outsider? 

• \A/ill  they  like  me? 

• Will  they  allow  me  to  help  them? 

• Will  I be  able  to  help? 

• Will  they  trust  me? 

• Will  they  communicate  openly? 

• Will  they  expect  more  than  I can  give? 

• Will  they  be  critical,  hostile  or  friendly? 

Sensitivity  to  these  feelings  can  help  you  understand  a family's  initial  reaction 
which  may  appear  contradictory. 

The  family,  and/or  client,  needs  to  feel  safe  before  revealing  the  problem  and 
telling  their  story.  Relationship  building  begins  with  the  provider's  attitude  of 
attentiveness,  receptivity,  warmth  and  acceptance  of  the  client's  individuality. 
Unconditional  positive  regard  for  the  client  — a non-judgmental  attitude  --  is 
crucial  to  achieve  rapport  with  people  who  are  feeling  vulnerable  or  in  crisis. 
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' IV.  INTRODUCTION  TQ  SYSTEMS  THEORY 

! 

, The  following  will  introduce  you  to  what  sociologists  refer  to  as  "systems 

i 

I theory."  Each  person  is  part  of  their  family  and  each  family  is,  in  fact,  part  of  a 
' larger  "whole  family".  This  larger  family  or  system  includes  friends  and 
acquaintances,  co-workers,  the  neighborhood,  and  others  known  throughout  the 
community  at  large.  This  larger  "system  family"  grows  and  changes  over  time.  Past 
! history  and  anticipated  future  behavior  are  also  an  integral  part  of  the  "system 
family".  So,  every  person  and  family  is  really  part  of  a larger  set  of  interrelated 
people,  things,  and  activities  as  well  as  a member  of  a particular  family.  This  frame 
; of  reference  is  important  in  understanding  your  feelings  and  role  as  they  relate  to 
the  disabled  individual  and  his  family. 

, SOME  IMPLICATIONS: 

What  we  do  as  individuals  or  families  - our  behaviors,  attitudes,  values  and 
lifestyle  are  determined  by  a mixture  of  our  personal  desires  and  needs  and  those  of 
our  community  or  system.  It  is  very  important  for  you  to  realize  and  to  remember 
that  each  individual's  larger  system  is  different  and  unique.  No  two  people  have  the 
same  past  or  future,  family,  friends,  job,  neighborhood,  or  community.  Therefore, 
we  cannot  expect  any  two  people  to  have  the  same  behaviors,  attitudes,  values  and 
lifestyle. 

I In  your  work  with  a family,  any  value  judgments  about  how  the  family  relates  to 

their  disabled  member  or  how  the  disabled  person  relates  to  their  family  will  be 
inappropriate.  Value  judgments  arise  from  our  own  unique  "systems".  'We  bring  our 
attitudes  and  values  along  with  us  in  all  new  situations.  With  each  family  we  may 
ask,  are  they  clean  or  dirty,  "moral"  or  "immoral",  open  and  friendly  or  reserved  and 
distant,  eating  dinner  early  or  late,  etc.  These  are  individual  behaviors  determined 
by  the  individual  family's  unique  system.  In  order  to  establish  an  effective  working 
relationship  with  the  family,  it  is  essential  that  you  respect  the  uniqueness  of  the 
family's  lifestyle  just  as  you  would  want  them  to  respect  the  uniqueness  of  your  own. 
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vVhen  going  to  work  with  a family,  you  are  entering  an  existing  system  of  which 
you  are  now  a small  part.  You  will  need  to  adapt  your  behavior  to  fit  the  system. 
Avoid  trying  to  make  the  family  fit  your  system  because  it  won't  happen.  Your 
strategy  must  be  to  effect  change  from  within  their  system  by  joining  it  rather  than 
by  imposing  suggestions  from  the  "outside."  Model  (show  by  example)  appropriate 
relationships  and  treatment  of  the  disabled  member  instead  of  directly  confronting 
the  family  with  their  inappropriateness.  If  the  family  sees  that  your  approach  works 
they  may  choose  to  adopt  it,  but  it  is  a choice  they  must  make. 
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EXERCISE 


V.  THE  MEANING  OF  OEVELOPMENTAL  DISABILITY 
FOR  THE  CLIENT^^°^ 

INSTRUCTIONS: 

Proceed  with  one  of  the  following  awareness  exercises  without  giving  an 
introductory  rationale.  To  .nake  the  experience  a more  realistic  simulation  of  what 
a disabled  person  might  feel,  avoid  alerting  the  group  to  the  purpose  which  will  be 
discussed  after  the  exercise  is  completed. 

VISUAL  PERCEPTION  EXERCISE 

Distribute  copies  of  the  two-sentence  visual  perception  exercise  below  and  tell 
the  group,  "This  is  an  outline  of  the  material  that  we  will  be  covering  during  the  rest 
of  the  session.  Please  read  it  and  let  me  know  if  you  have  any  questions." 

isusgect  th  at  thechil  b wi  tha  learn  ing  disadility  mu  stfre 
quent  lyex  geri  e n o e a n alicein  won  berl  an  bex  is  ten  ceof 
ten  wef  in  b tha  the  mu  st  co  ge  wi  tha  n unsta  dlew  or  lib  in 
consistentabul  tsa  an  haphazar  b gerceg  tions. 

After  the  group  has  had  a chance  to  struggle  with  the  exercise,  ask  whether 
anyone  would  like  to  read  the  statement  aloud.  Encourage  the  entire  group  to  assist 
the  reader.  When  the  reading  is  completed,  begin  passing  out  "corrected" 
statements  of  the  exercise  and  say,  "You  have  just  seen  how  a person  with  visual 
perception  problems  or  a reading  problem  might  see  the  passage.  Here  is  the  way 
people  without  these  problems  would  see  the  statement." 

I suspect  that  the  child  with  a learning  disability  must 
frequently  experience  an  "Alice  in  Wonderland"  existence. 

Often  we  find  that  he  must  cope  with  an  unstable  world, 
inconsistent  adults,  and  haphazard  perceptions. 

POINTS  FOR  DISCUSSION: 

• What  were  your  feelings  when  presented  with  this  information? 

• How  would  you,  as  a person  with  perceptual  problems,  feel  if  no  one  passed  out 
the  corrected  statement? 
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VERBAL  AWARENESS  EXERCISE 


INSTRUCTIONS: 

1.  Separate  large  group  into  three  or  four  smaller  groups. 

2.  Ask  each  of  the  groups  to  select  one  person  to  be  the  "teacher."  Or  ask  for  a 
volunteer. 

3.  Instruct  the  "teachers"  to  teach  their  group  to  draw  the  diagram  (see  next  page) 
using  only  verbal  instructions  - no  hand  motion.  Allow  ten  minutes. 

4.  A sample  diagram  is  presented.  You  can  choose  any  type  of  geometric  shape 
and  place  on  index  cards. 

POINTS  FOR  DISCUSSION; 

F or  the  "teacher:" 

How  did  you  feel  about  being  limited  to  only  verbal  instructions? 

What  do  you  feel  you  might  have  done  better  in  teaching  your  group? 

What  other  prior  information  would  have  helped? 

F or  the  group: 

What  could  your  teacher  have  done  better  on  this  exercise? 

How  did  you  feel  trying  to  follow  those  instructions? 


DIAGRAM 


FOR  VERBAL  AWARENESS  EXERCISE 


V 
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VI.  REACTION  OF  THE  DISABLED  INDIVIDUAL 

Elicit  examples  from  the  group  of  ways  disabled  people  react  to  their 
problems.  List  the  various  reactions  on  the  flipchart.  Start  by  giving  an  example: 
"Many  people  would  react  by  withdrawing.  What  are  some  of  the  ways  you  can  think 
of?" 

* * * 

Disabled  people  have  many  fears  about  the  world  around  them.  They  are 
repeatedly  exposed  to  situations  in  which  they  feel  incompetent  and  humiliated. 
These  experiences  include  not  only  school,  but  sports,  games,  and  even  the 
conversations  of  others  which  they  may  not  understand.  When  you  repeatedly  fail  in 
certain  new  situations,  you  may  begin  to  assume  that  you  will  fail  in  every 
situation.  You  will  feel  defeated  before  you  even  try.  Soon  new  situations  and 
experiences  are  avoided  at  any  cost. 

One  professional  technique  for  helping  people  overcome  their  fear  of  failure  is 
to  simply  point  out  the  things  that  the  person  does  well  as  a way  of  giving 
confidence  to  try  new  things.  This  can  be  done  just  before  the  person  faces  a new 
situation,  or  it  can  be  done  on  an  ongoing  basis  by  complimenting  the  person  on  what 
he  does  well.  You  can  also  point  out  that  everyone  does  some  things  well  and  other 
things  not  as  well.  Pointing  out  things  you  do  not  do  well  can  make  this  idea  more 
real  and  acceptable  to  the  individual.  Setting  up  new  tasks  at  which  the  individual 
can  succeed  is  helpful. 

THE  WITHDRAWAL  REACTION: 

There  are  many  coping  mechanisms  which  people  use  to  avoid  the  threat  of 
failure  and  embarrassment.  One  way  is  to  withdraw  from  other  people  and  new 
situations,  and  become  preoccupied  with  your  own  thoughts  and  activities.  At  times 
this  is  a healthy  adaptation  and  an  occasional  way  to  get  away  from  stress.  But 
when  a person  becomes  very  withdrawn  and  spends  most  of  his  time  in  a fantasy  or 
make-believe  world,  this  adaptation  can  become  excessive.  For  example,  some 
people  will  isolate  themselves  and  amuse  themselves  quietly  for  hours;  others  try  to 
cope  by  creating  a make-believe  world  where  they  are  powerful  and  competent. 


THE  REGRESSIVE  REACTION: 

Somethnes  the  individual  reverts  to  immature  or  infantile  behavior.  Examples 
their  , of  this  are  baby  talk,  whining,  silliness,  clowning  and  avoidance  of  appropriate 
eple:  ^ responsibilities  such  as  chores  around  the  house.  3y  becoming  infantile,  the 
hink  individual  attempts  to  avoid  things  at  which  he  might  fail.  The  message  here  is,  "I'm 
just  a baby  so  don't  expect  anything  from  me."  Unfortunately,  one  of  the  results  of 
infantile  behavior  is  that  it  becomes  very  irritating  to  others  who  then  want  to  avoid 
' the  individual. 

3PJ  j It  is  useful  to  point  out  some  of  the  conseguences  of  inappropriate  behavior. 

I For  example,  you  might  gently  point  out  to  the  person  that  other  people  don't  seem 

(hg  to  like  it  when  he  uses  baby  talk  and  acts  so  silly  and  this  is  perhaps  why  they 

lin  sometimes  avoid  him.  In  this  way,  you  can  begin  to  help  the  child  or  adult  with 

gry  behavior  which  interferes  with  his  peer  relationships. 


and 

THE  HELPLESS  REACTION: 

I is  This  reaction  is  seen  when  an  individual  acts  helpless  in  order  to  get  out  of 

ing  doing  something  which  he  is  really  capable  of  doing.  Disabled  people  will  sometimes 
use  their  problems  as  an  "excuse"  for  not  doing  something  they  find  unpleasant  - 
i3t  especially  chores  and  homework.  Usually  they'll  say  something  like,  "I  just  can't  do 
gp  ; that"  and  will  try  to  play  on  your  sympathies.  One  of  the  conseguences  is  that 
Pg  being  excused  from  doing  the  homework  or  chores  they  are  capable  of  doing  will 

g|  only  make  them  feel  more  inadeguate.  Everyone  really  needs  to  succeed  at  some 
things  and  do  things  that  everyone  else  has  to  do.  Otherwise  they  tend  to  feel  even 
more  "different"  from  other  people. 

THE  PERSEVERATION  REACTION: 

^ This  reaction  occurs  when  the  disabled  person  repeats  the  same  word  or 

^ I question  over  and  over  again. 

I Example:  Martha's  mother  asks,  "Shall  we  go  for  a walk?"  Martha  responds, 

, "Walk?  Walk?  Walk?  Walk?  . . ." 
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This  behavior  is  usually  the  result  of  a neurological  problem.  However, 
sometimes  the  disabled  individual  cannot  understand  what  the  other  person  is  saying 
because  of  an  auditory  comprehension  problem.  In  situations  like  this,  rephrasing 
the  explanation  in  simpler  language  can  sometimes  help.  Even  though  it  may  be 
frustrating,  several  rephrasings  may  end  the  confusion. 

Another  situation  in  which  perseveration  may  occur  is  when  the  individual  does 
something  well  and  receives  a compliment.  An  example  of  this  would  be  when  a 
child  learns  to  count  to  three  and  keeps  repeating  the  numbers  or  just  keeps  saying 
"three".  He  is  pleased  at  what  has  been  accomplished  and  wants  to  keep  the 
compliments  coming.  In  this  situation,  perseveration  can  be  seen  as  an  attempt  to 
get  more  compliments. 

IMPULSIVITY  AND  ANGER: 

Altnough  impulsivity  may  have  its  roots  in  the  individual's  physiology,  it  is 
probably  due  to  psychological  factors  as  well.  Many  disabled  people  are  quick  to 
respond  to  frustrating  situations  with  either  anger  or  tears.  Even  though  the 
impulsivity  has  an  organic  basis,  most  people  can  learn  to  control  their  outbursts  to 
some  extent  through  assistance  in  anticipating  difficult  situations  which  typically 
result  in  loss  of  control.  For  example,  when  a child  is  about  to  receive  his  report 
card  at  school,  you  might  tell  him,  "I  know  it  might  be  upsetting  when  you  get  your 
report  card  today,  but  let's  see  if  you  can  read  it  without  getting  too  upset  at 
school.  vVe'll  have  a chance  to  talk  about  it  when  you  get  home."  In  this  way  you 
can  help  the  child  anticipate  the  problem  and  prepare  for  the  way  he  is  going  to 
feel.  Sometimes  he  will  not  be  able  to  control  himself  in  spite  of  his  best  efforts, 
and  a temper  tantrum  will  result. 

LO^  SELF-ESTEEM: 

As  you  may  know,  many  disabled  people  think  poorly  of  themselves  because 
they  have  experienced  so  many  failures  and  defeats.  After  many  years  this  negative 
self-image  becomes  entrenched.  One  of  the  ways  to  help  people  with  low 
self-esteem  is  to  let  them  know  they  have  good  qualities  and  strengths.  This  can 
consist  of  simply  taking  notice  when  the  individual  does  something  well  and 
complimenting  them.  (Refer  to  handout,  "Ways  to  Encourage  Self-Esteem".) 


POINTS  FOR  DISCUSSION: 

If  the  discussion  during  the  lecture  has  been  fairly  extensive  you  might  have 
only  a brief  follow-up  discussion  of  the  material.  Questions  could  include  the 
following: 

• Are  there  any  emotional  reactions  we  have  missed? 

• Would  anyone  like  to  share  any  examples? 

• Does  anyone  have  any  ideas  or  suggestions  to  help  with  these  reactions? 

• What  are  some  "healthy"  reactions  to  a disability? 
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VII.  WAYS  TO  ENCOURAGE  SELF-ESTEEM 


1.  Emphasize  what  the  person  can  do,  not  what  he  cannot  do.  3e  positive,  not 
negative. 

2.  Distinguish  between  the  person  and  the  behavior  - you  may  not  approve  of  the 
behavior,  but  still  care  about  the  person. 

3.  Allow  the  individual  to  do  things  for  himself.  He  needs  to  feel  you  have 
confidence  in  him.  Do  not  rush  to  do  a difficult  task  for  him. 

4.  Recognize  realistic  accotnplishments. 

5.  Respect  him  as  an  individual  with  unique  thoughts  and  feelings. 

6.  Expect  responsible  behavior  within  the  capabilities  of  the  individual. 

7.  Don't  make  comparisons  with  his  friends,  relatives  or  siblings. 

8.  Use  encouraging  words  and  actions  through  the  use  of  sensitive  listening  and 
feedback: 

"I'm  proud  of  what  you  did." 

"I  know  you  can  do  that." 

"It  looks  like  you  tried  really  hard  to  do  that." 

"You're  doing  well." 

"I'm  pleased  when  you  handle  that  on  your  own." 

9.  Provide  structure  in  his  environment  by  identifying  what  is  and  is  not 
acceptable. 

10.  Divide  your  time.  Companionship  is  important  but  so  is  time  spent  alone. 

11.  Making  friends  needs  to  be  encouraged.  Share  with  him  how  one  acts  in  order 
to  keep  friends. 

12.  Remember  the  four  basic  ingredients: 

• Structure  - setting  firm  guidelines  conveys  the  message  that  you  care. 

• Encouragement  - individuals  need  to  hear  that  you  have  faith  in  their 
ability  to  accomplish  things. 

• Independence  - allow  the  person  to  prove  that  he  can  master  a task. 

• Reinforcement  - after  reaching  a goal,  we  all  need  to  hear,  "Well  done!" 
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VIII.  IMPACT  ON  THE  FAMILY 
The  Continuum 


f the 


have 


Read  over  the  handout  describing  the  "Continuum". 

In  the  early  stages  of  disappointment,  grief,  and  guilt,  providers  may  be  viewed 
as  the  expert  with  all  the  answers  or  the  family  may  still  shop  around  from  one 
expert  to  another  until  they  find  the  answer  they  want. 

In  the  anger  stage,  you  may  be  the  target  of  anger  and  perhaps  seen  as  just 
another  person  who  is  interfering  and  not  really  helping.  During  this  angry  stage  the 
ainbivalence  is  obvious  - they  do  and  do  not  want  you  there. 

By  knowing  that  these  stages  are  normal  reactions,  you  should  understand  that 
the  people  you  will  be  working  with  are  at  different  stages  along  the  continuum  and 
the  feelings  are  not  directed  at  you  personally.  You  just  happen  to  be  a convenient 
target. 

Your  goal  for  the  client  will  involve  the  dual  task  of  working  toward  helping  the 
parent  get  unstuck  from  the  over-protective  role  and  building  confidence  and  skills 
in  the  client  so  that  he  risks  making  new  friends. 


POINTS  FOR  DISCUSSION: 

not  ■ • What  does  it  mean  to  have  a developmentally  disabled  child  in  the  family? 

• What  does  it  mean  if  there  is  only  one  child  and  that  child  is  retarded?  Or  if 

^ that  child  is  among  several  "normal"  children? 

|j  • How  do  parents  of  a developmentally  disabled  child  feel  about  themselves  as 
ji  parents? 

i • What  does  it  mean  when  the  parents  cannot  fulfill  their  fantasy  of  having  a 
child  be  a "success"  in  the  conventional  sense. 
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THE  CONTINUUM^^^^ 

STAGES  OF  ADAPTATION 

Families  develop  a variety  of  coping  mechanisms  to  respond  to  this  multitude  of 
stress  factors.  Parents  will  go  through  a series  of  reactions  or  stages  as  they  adjust 
to  having  a disabled  family  member.  We  can  call  this  series  of  stages  The 
Continuum. 

THE  CONTINUUM; 

1.  Non-acceptance 

2.  Anger  and  Blame 

3.  Disappointment/Grief 

4.  Guilt 

5.  Over-protection 

6.  Constructive  Action: 

Obtaining  a diagnosis 
Obtaining  educational  and  medical  help 
Participation  in  parents'  groups 
Participation  in  advocacy  groups 

The  continuum  represents  a set  of  progressive  stages  through  which  people  pass 
as  they  adapt  to  their  fainily  member's  disability.  It  is  similar  to  the  stages  people 
experience  as  they  cope  with  a significant  loss  in  their  lives. 

The  continuum  is  universal.  Everyone  passes  through  each  stage  to  some 
extent,  even  if  they  only  stay  there  briefly.  The  continuum  is  also  universal  in  the 
sense  that  people  go  through  these  stages  regardless  of  what  type  of  problem  their 
family  member  has,  such  as  cerebral  palsy,  or  mental  retardation,  or  a learning 
disability.  The  continuum  is  a normal  and  expected  set  of  events. 

Most  people  are  usually  in  two  or  more  stages  at  the  same  time.  Because 
people  are  complex,  their  feelings  don't  fit  neatly  into  one  category.  Also,  the 
continuum  represents  a growth  process.  It  is  not  a description  of  where  anyone 
stays  permanently.  Where  the  family  is  today  may  not  be  where  they  find 
themselves  tomorrow. 
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I STAGE  1:  NGN- ACCEPTANCE  OR  DENIAL 

I 

Non-acceptance  is  the  way  most  of  us  react  when  we  first  hear  some  bad  news. 
It  is  a defense  mechanism  which  we  use  to  avoid  emotional  pain.  Non-acceptance  is 
f usually  a short-lived  stage  which  ends  when  we  stop  denying  the  reality  of  the 
I unpleasant  situation. 

STAGE  2:  ANGER  AND  BLAME 

We  usually  feel  anger  when  confronted  with  a difficult  problem  that  we  did  not 
cause.  Families  of  disabled  people  are  no  different  from  anyone  else,  so  they  feel 
angry  about  the  problem.  Families  often  focus  their  anger  at  someone  who  has  been 
involved  with  the  problem;  they  might  feel  that  this  person  caused  the  problem. 
Sometimes  they  blame  the  doctor  or  the  school.  This  is  understandable  since  some 
doctors  and  teachers  have  given  incorrect  advice  about  the  problem.  Sometimes 
this  blame  will  be  directed  at  "all  doctors"  or  "all  educators"  and  used  as  an  excuse 
for  avoiding  constructive  action.  Usually,  however,  the  anger  becomes  a valuable 
source  of  energy  which  propels  the  family  toward  constructive  action. 

STAGE  3;  DISAPPOINTMENT  AND  GRIEF 

All  parents  have  hopes  and  dreams  for  their  children.  Some  parents  hope  that 
their  child  will  be  the  first  one  in  the  family  to  go  to  college  or  the  first  one  to 
become  a doctor;  others  want  their  children  to  be  good  athletes.  Parents  of  disabled 
children  often  feel  disappointment  that  their  dreams  will  never  be  fulfilled.  They 
need  time  to  help  form  realistic  expectations  for  their  child,  according  to  the  child's 
real  potential  strengths  and  abilities. 

STAGE  4:  GUILT 

In  the  guilt  stage,  parents  blame  themselves  for  the  disability.  Parents  will  be 
preoccupied  with  thoughts  like,  "Is  there  something  I did  to  cause  it,  or  is  there 
something  I didn't  do  that  I should  have?"  Guilt  can  be  very  painful.  By 
participating  in  a respite  care  program,  parents  will  be  helping  their  family  member, 
and  guilt  feelings  can  be  partially  dealt  with  as  they  are  channeled  into  the 
constructive  action. 
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Sometimes  families  can  feel  guilty  if  they  resent  their  disabled  family  member 
for  having  problems.  This  type  of  guilt  comes  from  the  mistaken  idea  that  we  are 
not  supposed  to  be  angry  or  resentful  toward  any  family  member,  especially  one 
with  a disability.  This  notion  is  impossible  to  live  by  since  disabled  people  can  be 
burdens  at  times  and  often  cause  disruption  to  their  families.  In  these  cases, 
resentment  is  inevitable  and  normal  - it  is  a stage  that  most  families  move  through. 

STAGE  5:  OVER-PROTECTION 

Frequently,  families  do  too  much  for  the  disabled  person  or  do  not  allow  the 
individual  to  attempt  new  things.  Examples  of  this  would  be  doing  the  person's 
homework,  excusing  the  person  from  doing  chores,  or  not  encouraging  the  individual 
to  develop  new  skills.  Families  may  be  overprotective  because  they  have  not  been 
informed  about  the  specific  limitations  and  capabilities  of  the  disabled  member. 
Without  this  information,  it  is  very  hard  to  set  goals  that  neither  overprotect  nor 
demand  too  much. 

STAGE  6:  CONSTRUCTIVE  ACTION 

By  this  stage,  the  family  has  started  building  a course  of  action  that  will 
benefit  the  disabled  individual.  Obtaining  a definitive  diagnosis,  securing  proper 
medical  and  educational  help  and  support  are  positive  outcomes  of  this  stage.  The 
need  to  maintain  this  positive  focus  and  continued  constructiveness  can  be 
facilitated  by  participation  in  parents'  groups  and  advocacy  groups.  This  bonding  of 
family  members  forms  a mutual  support  network  which  provides  strong  positive 
reinforcement  of  the  individual's  desire  to  explore  and  master  his  potential. 
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IX.  EFFECTS  OF  BURN-OUT  ON  THE  FAMILY  AND  PROVIDER 
FAMILY  aURN-OUT; 

"Burn-out"  is  a relatively  comnnon  human  response  to  feeling  emotionally  and 
physically  overwhelmed  by  any  given  situation.  It  is  simply  an  inability  to 
adaptively  release  stress,  and  its  intensity  increases  over  time  as  the  situation 
continues  and  the  stress  continues  to  build  without  being  released.  It  is 
characterized  by  feelings  of  anxiety,  exhaustion,  resentment  toward  the  aggravating 
situation  and  helplessness. 

The  situation  leading  to  burn-out  could  be  a job,  schoolwork,  a relationship,  or 
any  long-term  stress-producing  activity.  We  will  examine  here  the  burn-out 
situation  of  a family  providing  for  the  needs  of  their  developmentally  disabled 
relative. 

Burn-out  is  relieved  by  removing  the  stress-causing  situation  or  by  actively  and 
adaptively  confronting  it,  i.e.,  "making  headway"  which  reduces  the  feeling  of 
helplessness  and  thereby  reduces  the  stress.  For  the  family  of  a developmentally 
disabled  person,  this  means  a realistic  acceptance  of  their  own  and  the  disabled 
person's  capabilities.  Acceptance  will  lead  to  an  ability  to  ask  for  and  use  help 
where  and  when  it  is  needed. 

Burn-out  can,  and  often  does,  occur  at  any  stage  of  a family's  adjustment  to 
their  relative's  developmental  disability.  Burnout  is  most  likely  to  occur  in  the 
fourth  stage  of  the  continuum  where  family  members,  especially  parents,  feel  guilty 
and  blame  themselves  for  the  disabling  condition.  Burn-out  must  be  relieved  to 
allow  the  family  to  progress  to  the  stage  of  adaptively  accepting  and  providing 
realistically  for  the  developmentally  disabled  family  member. 

Burnout  in  this  stage  is  likely  because  self-blame  leads  to  the  notion  of  "I  did  it 
so  I should  be  able  to  undo  it".  This  is  never  totally  possible  and  presents  an 
overwhelming  burden.  This  burden  pressures  the  family  into  doing  everything  for 
and  overprotecting  the  developmentally  disabled  person.  Doing  everything  is 
physically  and  emotionally  exhausting,  and  thus  results  in  burn-out. 

Burn-out  might  also  stem  from  guilt  and  resentment  of  the  time  and  energy 
which  must  be  devoted  to  the  developmentally  disabled  person.  It  is  a natural 
reaction  to  a very  stressful  situation.  In  the  family  with  a well-adjusted  relationship 
with  their  disabled  family  member,  burn-out  is  transient  and  is  relieved  by  "sharing 
the  burden"  among  family  members  and  outside  service  providers. 
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.REACTIONS  TO  THE  PROVIDER: 

The  guilt  and  resentment  leading  to  burn-out  can  also  lead  to  an  ambivalent 
reaction  to  you,  the  provider.  You  are  seen  as  relief  from  burn-out,  but  the  relief 
reaction  may  be  anywhere  from  a genuine  "Thank  you  for  helping  us"  to  "vVe  quit, 
now  you  can  do  it  all!"  You  must  allow  and  encourage  the  fatnily  to  feel  relief  but 
must  also  firmly  resist  "doing  it  all"  because  this  will  foster  dependence  on  you. 
Failure  to  allow  the  family  to  act  constructively  on  their  own  can  eventually  burn 
you  out  along  with  the  family. 

Pride  and  guilt  can  also  increase  the  potential  for  burnout.  Pride  makes  the 
family  feel  "I  don't  need  help;"  guilt  evokes  "I  shouldn't  need  help".  The  family  may 
feel  that  you  are  patient  and  more  successful  at  instructing  and  assisting  the 
disabled  person.  You  should  try  to  make  the  family  feel  that  you  represent  a fresh 
approach,  not  necessarily  a better  approach.  3y  understanding  the  family's 
ambivalent  expectations  and  realistically  assessing  your  own  role  and  abilities,  you 
can  avoid  promoting  or  succumbing  to  a burnout  situation. 
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X.  COMMON  THOUGHTS  AND  FEELINGS  AFFECTING  PROVIDERS 


The  following  lists  a nuinber  of  common  thoughts  and  feelings  you  may 

experience  as  a provider  of  respite  services. 

1.  First,  there  is  the  initial  fear  and  discomfort  of  coming  into  the  family  - much 
like  going  to  a party  where  everyone,  except  you,  knows  everyone  else.  vVho  in 
the  family  do  you  "like",  who  do  you  "dislike"?  Try  not  to  be  judgmental.  This 
takes  conscious  thought  and  time. 

How  do  the  individual  family  members  feel  about  you?  We  discussed  some  of 
these  feelings  when  we  talked  about  the  family's  reactions  to  you.  Remember 
to  separate  your  feelings  from  your  task  so  they  don't  interfere.  You  are  there 
to  work  with  and  for  the  family;  not  to  become  a family  member.  It  is  their 
family  and  your  job. 

2.  You  may  have  initial  feelings  of  inadequacy,  thinking,  "This  family  has  lived 
with  this  disabled  person  and  must  know  more  than  I do."  It  is  good  to  respect 
the  family's  knowledge  and  insight  but  remember  you  have  a lot  to  contribute. 
You  are  coming  in  with  a new  perspective  that  will  probably  prove  to  be  useful, 
and  you  have  had  training. 

3.  3e  careful  of  feelings  of  superiority,  such  as  "I'm  educated  and  trained.  I know 
better  and  I wouldn't  do  it  the  way  they  do."  Show  a genuine  respect  for  the 
family's  own  knowledge  and  abilities  and  they  will  be  more  likely  to  respect 
yours. 

4.  You  may  feel  overwhelmed  by  the  task  at  hand.  Give  yourself  time  to  "get  the 
feel  of  the  place".  Approach  each  task  or  problem  one  at  a time.  If  after  a 
period  of  time  you  begin  to  feel  overwhelmed,  seek  your  own  outside  support. 
Ask  your  supervisor  for  help  in  determining  the  reasons  for  your  feelings. 
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XI.  ENDING  RELATIONSHIPS 


When  you  finish  your  service  to  a particular  client  and  family,  having 
established  a dependent  and  perhaps  warm  personal  relationship,  you  will  all 
probably  experience  some  common  and  universal  reactions  to  ending  relationships 
which  you  should  understand.  If  you  know  what  to  expect,  you  can  plan  ahead  and 
help  minimize  the  negative  effects  of  the  separation. 

Ending  relationships  represents  a loss  for  most  people,  even  if  the  ending  makes 
possible  many  more  new  relationships.  The  achievements,  the  shared  problems,  and 
the  mutual  trust  which  have  developed  during  the  course  of  your  service  constitute  a 
significant  investment  for  all  concerned  — the  family,  the  client,  and  you,  the 
provider. 

It  is  most  likely  that  the  client,  because  of  his  vulnerability  and  dependence, 
will  experience  the  most  difficult  adjustment.  He  may  become  more  clinging  and 
dependent,  revert  to  old  problems  or  behaviors,  or  develop  psychosomatic  symptoms 
as  a way  of  proving  he  is  not  ready  to  let  go.  Or,  he  may  become  unrealistically 
optimistic  about  his  future,  denying  his  doubts  and  fears. 

Probably  most  painful  to  the  provider  is  the  angry,  critical  and  uncooperative 
behavior  of  the  client;  he  may  deny  his  attachment  to  you  or  deny  that  you  have 
ever  helped  him.  You  may  naturally  feel  a sense  of  guilt  for  "deserting"  the 
individual  or  "failing"  to  help  him.  These  are  normal  reactions  and  important  stages 
in  the  termination  process.  You  should  try  not  to  take  these  reactions  personally. 
Work  patiently  with  the  client  and  family  to  ease  them  through  the  process. 

The  following  suggestions  should  help  you  all  adjust  to  ending  relationships. 

Plan  the  termination  in  advance 

• An  ending  date  should  be  set  and  discussed  with  the  client.  Knowing  the  ending 
date  will  keep  you  and  the  client  focused  on  achieving  the  training  goals  within 
the  timeframe,  thus  prompting  growth  toward  independence,  increased 
confidence  and  self-esteem  and  a less  traumatic  termination.  By  looking  ahead, 
you  can  anticipate  termination  and  be  prepared  with  plans  and  activities. 

• Accept  and  discuss  openly  the  client's  feelings,  keeping  in  mind  the  mourning 
process  and  the  stage  he  is  in. 
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'Review  the  past  together,  positive  and  negative. 

A discussion  of  where  the  client  was  when  you  began  working  together,  some  of 
the  roadblocks  you  encountered,  and  the  skills  finally  achieved  will  build 
jconfidence.  The  appraisal  should  be  an  honest  one  and  not  a rose-colored  view 
which  the  client  would  reject  as  unreal. 

Provide  feedback  in  your  final  report  to  your  supervisor. 

Note  the  client's  reaction  to  loss  and  your  recommendations  for  modifying  this 

[ 

reaction  in  the  future. 

Feelings  associated  with  termination  should  be  honestly  expressed  by  everyone. 
It  will  be  helpful  if  you  take  the  lead  in  expressing  your  own  reaction  to  the 
termination,  letting  the  client  know  that  he  means  something  to  you  and  that  his 
feelings  are  acceptable  and  understandable  to  you.  Involve  the  family  in  the 
termination  and  help  them  to  understand  the  client's  feelings.  They  will  have  to 
deal  with  the  client  after  you  leave.  Broach  the  impending  termination  repeatedly 
with  your  client  to  help  him  accept  the  reality  of  your  leaving  and  to  give  him  the 
opportunity  to  express  his  feelings  and  to  anticipate  how  things  will  be  after  you 
leave. 
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XII.  NORMALIZATION 

WHAT  IS  NORMALIZATION? 

The  normalization  principle  was  first  defined  in  1969  by  Niels  3ank-Mil<kelson 
and  3engt  Nirge  in  Scandinavia,  and  applied  to  services  for  mentally  retarded 
citizens.  More  recently  the  principle  has  been  expanded  to  apply  to  ail  human 
services. 

3ank-Mikkelson  states  that  "the  purpose  of  a modern  service  for  (disabled 
individuals)  is  to  ’normalize'  their  lives.  For  children,  normalization  means  living  in 
their  natural  surroundings,  playing,  going  to  kindergartens  and  schools,  etc.  Adults 
must  have  the  right  to  leave  the  home  of  their  parents,  to  be  trained  and  taught,  and 
to  pursue  employment.  To  provide  (disabled  individuals)  with  normal  life  conditions 
does  not  mean  that  we  are  oblivious  to  our  duties  to  offer  special  care  and  support. 
We  simply  accept  them  as  they  are,  with  their  handicaps,  and  teach  them  to  live 
with  their  handicaps.  Whatever  services  and  facilities  are  open  to  all  other  citizens 
must,  in  principle,  also  be  available  to  the  (developmentally  disabled)." 

Nirge  defines  the  normalization  principle  as  "making  available  to  (disabled 
individuals)  patterns  and  conditions  of  everyday  life  which  are  as  close  as  possible  to 
the  norms  and  patterns  of  the  mainstream  of  society." 

In  the  United  States,  Wolf  Wolfensberger  further  refined  the  definition  to  state 
"normalization  is  . . . utilization  of  means  which  are  as  culturally  typical  as  possible, 
in  order  to  establish  and/or  maintain  personal  behaviors  and  characteristics  which 
are  as  culturally  typical  as  possible." 

The  common  theme  of  these  definitions  is  the  encouragement  of  services  which 
are  as  close  as  possible  to  the  life  styles  and  life  patterns  of  persons  who  do  not 
have  handicaps.  For  example,  if  a handicapped  person  needs  a place  to  live,  a home 
or  apartment  would  be  more  typical  than  living  in  a large  institution.  If  a person 
needs  to  acquire  job  skills,  it  is  more  typical  to  learn  those  skills  in  typical 
businesses  than  in  a large  segregated  facility.  In  order  to  achieve  success  in 
maintaining  a home  or  sustaining  employment,  special  supports  must  be  given  to 
handicapped  citizens.  Special  supports  may  include:  advice  in  budgeting, 

homemaking  or  academic  skills;  obtaining  medical  and  health  services;  having  the 
opportunity  to  experience  movies,  restaurants,  holidays,  and  vacations;  and  making 
new  friends.  Therefore  normalization  suggests  that  the  harmonious  blending  of 
typical  life  patterns  and  specialized  support  will  enable  handicapped  persons  to  lead 
a fulfilling  life  as  contributing  members  of  society. 

REPRINTED  from  "Fact  Sheet:  Normalization", 

Orientation  to  the  Mental  Retardation 
Services  System;  Mass.  Dept,  of  Mental 
Health,  Div.  of  Mental  Retardation, 

Boston,  1981. 
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HOW  IS  THE  NORMALIZATION  PRINCIPLE  IMPLEMENTED? 

Normalization  is  accomplished  by:  (1)  integrating  existing  residential, 

educational  and  leisure  programs  for  (disabled)  persons  into  the  mainstream  of 
society,  (2)  using  existing  community  services  which  all  citizens  enjoy,  and  (3)  by 
creating  new  community  alternatives  for  (disabled)  persons  where  none  now  exist. 

WHAT  ARE  THE  LONG-RANGE  IMPLICATIONS  OF  THE  NORMALIZATION 
PRINCIPLE? 

Through  the  application  of  the  normalization  principle,  many  (disabled)  persons 
can  be  helped  to  achieve  complete  independence  and  social  integration  in  the 
community.  A great  number  of  persons  can  be  helped  to  develop  considerable 
independence,  even  though  they  may  always  need  various  kinds  of  support.  Even  the 
relatively  few  people  who  are  considered  to  be  severely  and  profoundly  (disabled),  or 
those  with  complicating  medical,  psychological  or  social  handicaps,  will  achieve 
j growth,  independence  and  personal  fulfillment  which  is  far  greater  than  many  of 
them  are  offered  today. 
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EXERCISE 


NORMALIZATION 
Nornnal  Rhythms  and  Routines 


PURPOSE: 

The  following  exercise  will  illustrate  how  a change  in  rhythms  and  routines  can 
effect  a change  in  self-esteem. 

NARRATIVE: 

You  are  a 40-year  old  parent  of  two  children.  One  child  is  graduating  from  high 
school  next  month.  The  second  child  is  completing  his  sophomore  year  in  high  school. 

During  the  past  few  months,  you  have  been  undergoing  diagnostic  tests  to 
determine  the  cause  of  various  health  problems  you  have  been  coping  with.  As  a 
result  of  these  problems,  you  have  had  to  stay  at  home  and  have  been  confined  to 
bed  a great  deal  of  the  time.  You  have  also  had  to  depend  upon  your  family  for 
assistance  in  eating,  bathing,  etc. 

Today,  you  have  learned  that  your  condition  is  quite  serious  and  that  you  will 
have  to  be  admitted  to  a hospital  75  miles  from  home  for  additional  tests. 

At  this  point,  the  doctors  cannot  estimate  how  long  you  will  have  to  stay  but 
they  know  it  will  be  at  least  two  months. 


DISCUSSION: 

List  the  group's  responses  on  the  flipchart  or  blackboard.  (Suggested  questions 
and  answers  are  below.) 

• How  did  your  routines  change  at  home? 

restricted 

basic  or  fundamental 
uninvolved 

• In  what  ways  did  your  family  treat  you  differently? 

very  patient 
fed-up 

over-protective 

• In  what  ways  did  you  treat  your  family  differently? 

— demanding 

resentful 

indebted 

• How  did  your  priorities  change  in  your  daily  routines? 

mealtimes 

television 

bathing 

visitors 
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• \A/hat  is  going  to  change  when  you  go  to  the  hospital? 
lack  of  privacy 
loneliness 
fear 

anxious  about  condition 
impatient 
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EXERCISE 


QUESTIONNAIRE  ON  THE  PRINCIPLE  OF  NORMALIZATION 

1.  There  is  a workshop  on  Dawson  Street  for  people  with  retardation.  Which  might 
be  the  best  name?  (Check  one) 

A.  Retardation  Workshop 

B.  Sheltered  Workshop 

C.  Dawson  Workshop 

D.  Sunshine  Center 

2.  It  is  better  for  handicapped  children  not  to  experience  the  frustration  and 
failure  they  might  feel  in  public  school. 

T rue 

False 

3.  If  a woman  of  35  is  severely  retarded,  a child's  toy  is  an  appropriate  teaching 
tool. 

T rue 

False 

4.  Choose  the  best  way  of  talking  about  John  Rogers.  (Check  one) 

A.  John  is  a retardate 

B.  John  is  a mongoloid 

C.  John  is  a child  with  Down's  Syndrome 

5.  People  with  retardation  should  be  encouraged  to  dress  as  they  please  even  if 
they  "stand  out"  in  a group. 

True 

False 

6.  People  with  mental  retardation  should  be  allowed  to  take  risks  that  most  of  us 
would  take. 

True 

False 

7.  A "medical  model"  of  services  would  be  most  helpful  for  people  with 
retardation. 

T rue 

False 


Correct  responses  are  judged  within  the  context  of  normalization. 
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XIII.  SUMMARY 

This  unit  has  prepared  you  to  recognize  and  manage  the  emotional  and 

interpersonal  dynamics  common  to  families  with  a developmentally  disabled 
member.  You  have  also  had  an  opportunity  to  assess  your  own  attitudes  and  feelings 
about  your  role  and  your  relationship  with  the  disabled  individual  and  his  family. 

You  have  had  a chance  to  express  your  own  concerns  and  anxieties  and, 

hopefully,  you  now  realize  that  your  feelings  are  not  unique.  As  the  disabled 

individual  and  his  family  progress  through  various  stages  in  adapting  to  their 

situation,  so  must  you  work  through  a natural  and  common  sequence  of  reactions  as 
you  begin  your  respite  service.  This  preview  of  the  reactions  and  situations  you  are 
likely  to  experience  should  help  relieve  some  of  your  anxieties  and  prepare  you  to 
manage  the  new  experiences  with  confidence. 

'Ne  have  set  the  stage  for  a "normalizing"  service  environment.  As  a care 
provider,  your  role  will  be  to  demonstrate  to  the  client  and  his  family  how  to  stretch 
the  limit's  of  the  individual's  potential  toward  achieving  a rich  and  meaningful  life. 

The  next  phase  of  the  program  will  focus  on  day-to-day  management  and 
practical  methods  for  helping  the  individual  develop  the  skills  necessary  to  achieve 
his  full  potential. 


I 
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INTRODUCTION 

The  day-to-day  management  of  a respite  service  program  reguires  a preliminary 
understanding  of  all  the  areas  we  have  discussed  so  far.  You  will  need  to  understand 
your  role  and  resoonsibilities  to  the  individual  client,  the  family,  to  the  other 
members  of  the  care  team,  and  to  your  own  agency.  You  will  need  to  be  familiar 
with  the  causes  of  develoomental  disabilities  and  how  they  might  affect  the  current 
and  potential  development  of  your  client. 

You  will  also  need  to  deal  with  the  emotional  dynamics  which  enter  into  every 
respite  situation.  Your  sensitivity  to  the  feelings  of  the  disabled  individual  as  well 
as  the  other  family  members  will  be  a critical  factor  in  determining  your 
acceptance  and  your  effectiveness  as  you  all  work  toward  a common  goal. 

No  less  imoortant  than  your  sensitivity  to  others  is  recognition  of  your  own 
attitudes  and  feelings  about  the  work  you  do  and  the  people  you  will  be  serving. 

You  have  had  an  oooortunity  during  the  preceding  units  to  assess  your  own 
strengths  and  weaknesses  and  prepare  yourself  for  the  job  to  be  done. 

This  unit  is  devoted  to  the  real  job  ahead  of  you  --  the  day-to-day  management 
of  respite  services  for  developmentally  disabled  individuals.  The  information  and 
skills  covered  in  the  next  five  sections  are  intended  only  to  provide  you  with  some  of 
the  basic  tools  for  working  with  your  clients. 

As  you  continue  your  resoite  service,  you  will  undoubtedly  encounter  situations 
which  have  not  been  "oreviewed"  in  this  program.  We  have  not  attempted  to  tell 
you  all  the  answers,  but  rather  to  instill  in  you  the  confidence  to  make  use  of  your 
own  knowledge  and  skills  and,  wheneve*'  necessary,  to  avail  yourself  of  the  various 
medical,  technological  and  human  resources  available  to  you. 
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TRAINER  FACT  SHEET 

SUGGESTED  GUEST  SPEAKERS;  Special  educator,  course  coordinator,  or  person 
trained  in  task  analysis. 

PURPOSE;  This  unit  will  introduce  participants  to  a system  of  teaching  which  they 
can  utilize  in  virtually  every  area  of  day-to-day  program  management.  They  will 
gain  an  appreciation  for  the  positive  outcomes  built  into  the  system  and  for  the 
flexibility  and  simplicity  with  which  it  can  be  applied. 

OBJECTIVES;  At  the  conclusion  of  this  section,  participants  will  be  able  to 

• discuss  the  benefits  of  task  analysis  as  a teaching  tool; 

• discuss  the  various  applications  of  task  analysis; 

• explain  the  components  and  steps  in  preparing  and  implementing  a task  analysis; 


• perform  a simple  task  analysis. 
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A.  INTRODUCTION 

Task  analysis  is  a system  of  teaching  which  has  been  particularly  effective  in 
broadening  the  skills  of  developmentally  disabled  individuals.  This  system  can  be 
applied  to  virtually  all  areas  of  performance  — from  simple  activities  of  daily  living, 
such  as  brushing  teeth  or  setting  a table  --  to  more  complex,  interpersonal 
activities,  such  as  working  cooperatively  with  others. 

This  system  is  not  only  versatile  and  effective,  but  also  relatively  simple  to 
learn  and  implement.  Thus,  task  analysis  has  gained  great  support  among  human 
service  practitioners.  Task  analysis  constitutes  not  only  a technique  for  teaching 
but  also  a philosophy  of  service  which  focuses  on  achievable  objectives.  Because  the 
goals  are  determined  according  to  the  realistic  capabilities  of  the  disabled 
individual,  "success"  is  always  within  reach.  And,  with  each  success,  the  individual 
is  motivated  to  achieve  even  more. 

We  will  begin  this  unit  on  Day-to-Day  Management  with  an  in-depth  study  of 
task  analysis.  We  will  look  at  how  you  can  use  this  system  to  increase  or  modify  the 
skills  and  behavior  of  your  clients.  By  the  end  of  this  session,  you  should  be  able  to 
design  and  implement  a complete  task  analysis.  You  will  find  this  a valuable  tool  as 
you  help  disabled  individuals  realize  their  potential  for  success. 
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CASE  STUDY;  MICKEY 


Mickey  was  a 12-year-old  boy  referred  for  respite  care  by  a home  trainer  from 
the  city  school  system.  His  mother  said  he  had  suffered  brain  damage  from  anoxia 
(deprivation  of  oxygen)  at  birth,  had  always  had  seizures,  did  not  walk  until  he  was 
six  and  was  not  considered  eligible  for  any  type  of  school  or  group  living 
experience.  He  was  still  drinking  from  a baby  bottle,  refused  all  solid  food  except 
toast,  was  not  toilet  trained  and  had  no  intelligible  speech. 

His  mother  had  been  responsible  for  his  total  care  all  of  his  life  and  was  rarely 
able  to  leave  the  house  even  to  shop  or  go  to  the  laundromat.  To  make  matters 
worse,  Mickey  often  kept  his  mother  awake  at  night  with  his  restless  behavior  and 
infantile  squealing. 

The  first  goal  agreed  upon  by  Mickey's  mother,  the  supervising  nurse,  and  the 
homemaker  was  to  teach  Mickey  to  drink  from  a cup.  This  was  a slow,  step-by-step 
process  in  which  the  homemaker  established  the  training  routine  and  the  mother 
attempted  to  follow  the  same  pattern  on  the  days  the  homemaker  was  not  there. 
After  about  five  weeks  iVlickey  was  able  to  drink  from  a cup  and  set  it  back  dovyn  on 
the  table.  His  mother  happily  threw  away  all  of  the  baby  bottles.  His  next  task  was 
to  learn  how  to  finger-feed  himself  and  to  eat  solid  foods.  This  was  accomplished 
within  two  weeks  as  Mickey  seemed  eager  to  transfer  his  skill  at  lifting  a cup  to  his 
mouth.  Soon  after,  he  learned  to  eat  a variety  of  foods  and  even  had  some  success 
in  using  a spoon. 

Toilet  training  began  after  the  homemaker  overcame  the  boy's  strong  resistance 
to  being  taken  to  the  bathroom.  After  six  months  of  patient  effort  by  the 
homemaker  and  Mickey's  mother,  he  was  able  to  go  to  the  bathroom  by  himself  and 
to  know  when  he  needed  to. 


REPRINTED  from  Thursday's  Child  Has 
Far  to  Go;  Patricia  W.  Soyka,  National 
Council  for  Homemaker -Home  Health  Aide 
Services,  New  York,  1979- 
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3.  COMPONENTS  OF  A TASK  ANALYSIS 

I 

I 

; Task  analysis  is  a system  of  instruction.  Marc  Gold*  developed  the  "Try 
Another  Way"  system  of  philosophy  and  technology  for  those  who  find  it  difficult  to 
! learn.  This  form  of  training  has  been  used  successfully  with  developmentally 

I disabled  individuals. 

Task  analysis,  as  described  by  Marc  Gold,  is  "all  the  activity  which  results  in 
I there  being  sufficient  power  for  the  learner  to  acquire  (do)  the  task.  The  term 
j "power"  has  a direct  connection  to  the  strategies  and  procedures  that  you,  the 
"trainer",  must  use  so  that  the  learner  can  perform  the  task.  With  this  approach, 
the  focus  as  well  as  the  responsibility  for  the  individual's  success  is  on  you.  The 
more  difficult  it  is  for  a person  to  learn  a particular  task,  the  more  "power"  a 
trainer  must  employ. 

Gold's  approach  to  task  analysis  involves  three  major  components: 

■ Method 

• Content 

• Process 

METHOD  is  defined  as  the  way  in  which  the  task  is  to  be  performed.  Usually 
several  methods  are  available;  when  you  are  doing  the  task  analysis  you  must  make 
subjective  decisions  on  which  method  is  best. 

Example:  Consider  the  number  of  possible  starting  places  in  the  act  of  putting 

on  a coat:  stick  your  left  arm  in  the  left  sleeve  first,  or  stick  your 
right  arm  in  the  right  sleeve  first,  or  stick  both  arms  in  both  sleeves 
at  the  same  time. 

CONTENT  refers  to  the  steps  which  make  up  the  method.  When  doing  content  task 
analysis  you  break  down  the  task  into  "teachable"  components  or  steps.  A content 
task  analysis  requires  that  the  steps  be  numbered  and  described  in  detail. 

Example:  Assembly  of  a bicycle  --  the  set  of  instructions  tells  you  where  to 

start  and  how  to  proceed  step  by  step  with  the  unassembled  pieces 
until  you  have  a functional  bicycle.  The  description  of  the  steps  is 
written  for  your  reference  only. 


* 


See  Bibliography  for  additional  readings  from  Gold. 
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PROCESS  is  the  way  in  which  a particular  task  is  taught.  Process  task  analysis 
refers  to  designing  strategies  for  teaching  the  content.  There  are  three  components 
of  process  task  analysis: 

• Format 

• Feedback 

• Procedure 

Format  refers  to  how  the  content  is  presented.  Examples  of  this  are:  backward 
chaining,  i.e.,  buttoning  the  coat  (last  step  first),  or  forward  chaining,  i.e.,  putting 
your  left  arm  in  the  left  sleeve  (first  step  first).  (These  examples  should  be 
demonstrated  to  the  group.) 

Feedback  is  the  way  information  about  the  learner's  action  is  conveyed  to  the 
learner  by  the  trainer.  Feedback  could  be  in  the  form  of  verbal  or  nonverbal 
reinforcement;  i.e.,  a gentle  touch  on  the  shoulder,  or  the  comment,  "OK,  that's  fine." 

Procedure  describes  specifically  how  the  proposed  training  plan  will  be 
implemented.  It  outlines  the  content  (steps  in  which  the  task  is  to  be  performed), 
and  the  process  (the  way  the  task  is  taught)  so  that  the  trainer  can  proceed.  The 
procedure  section  starts  with  a description  of  the  first  actions  of  the  trainer. 

In  addition  to  the  above  aspects  of  task  analysis,  two  other  facets  are 
important:  criterion  and  data  collection. 

Criterion  is  defined  as  an  arbitrary,  predetermined  point  (X)  at  which  it  is 
assumed  that  learning  has  taken  place. 

Example:  Brushing  teeth:  X number  of  correct  trials  at  home,  independent  of 

prompts  or  assistance. 

In  order  to  determine  whether  or  not  the  criterion  has  been  reached,  one  must 
be  able  to  collect  the  relevant  data  associated  with  the  task.  Some  common 
components  of  a data  collection  form  include  the  person's  name,  session,  time, 
frequency  and/or  anecdotal  information.  A consistent  form  should  be  developed 
prior  to  the  start  of  training. 

The  components  of  a task  analysis  have  been  translated  by  Gold  into  a 
seven-phase  sequence.  (Distribute  handout  and  review  the  sequence  with  the  class.) 
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HANDOUT 


Phase 


Phase 


Phase 


Phase 


Phase 


Phase 


THE  SEVEN-PHASE  SEQUENCE  FOR  A COMPLETE  TASK  ANALYSIS^^^^ 


1.  Decide  on  METHOD  — way  in  which  task  is  to  be  performed. 

2.  Do  a CONTENT  task  analysis  — break  task  into  steps. 

3.  Do  a PROCESS  task  analysis  --  determine  the  way  the  task  is  to  be  taught 
(format,  feedback,  procedure). 

4.  Begin  training.  When  a decision  has  been  made  that  the  task  analysis 
needs  revision  go  to  Phase  5. 

5.  Re-do  the  process  task  analysis.  If  more  is  needed  go  to  Phase  6. 

6.  Re-do  the  content  task  analysis.  If  more  is  needed  go  to  Phase  7. 


Phase  7. 


Re-do  the  method. 
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EXERCISE 


C.  DEVELOPING  A TASK  ANALYSIS 


INSTRUCTIONS: 

Distribute  and  review  the  "Sample  Task  Analysis"  on  the  following  pages. 

Direct  the  class  to  pick  a basic  Activities  of  Daily  Living  (ADL)  skill  and  use 
the  task  analysis  approach  to  develop  the  sequence  for  completing  the  chosen  task. 
Discuss  the  different  variations  and  component  parts. 
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HANDOUT 


TASK:  Handwashing 

SAMPLE  TASK  ANALYSIS 

PREREQUISITE  SKILLS:  Recognizes  sink,  soap,  towel;  discriminates 


MATERIALS  REQUIRED: 

clean  from  dirty;  manipulates  with  hands 
and  arms 

Sink,  soap,  towel 

RECOMMENDED  INSTRUCTIONAL  APPROACH:  Modeling  or  fading  of 

assistance 


TASK  ANALYSIS:  1. 

Goes  to  sink 

2. 

Rolls  up  sleeves 

3. 

Turns  on  water 

4. 

Dampens  hands 

5. 

Picks  up  soap 

6 . 

Turns  soap 

7. 

Replaces  soap 

8 . 

Lathers 

9. 

Rinses  hands 

10. 

Turns  off  water 

11. 

Picks  up  towel 

12. 

Dries  hands 

13. 

Replaces  towel 
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HANDOUT 


SAMPLE  TASK  ANALYSIS 
HANDWASHING;  Subsections 

PREREQUISITE  SKILL:  Recognizes  sink,  soap,  towel;  manipulates 

with  hands  and  arms 

MATERIALS  REQUIRED;  Sink,  soap,  towel 

RECOMMENDED  INSTRUCTIONAL  APPROACH:  Modeling  and  fading  of 

assistance 


GO  TO  SINK 

1.  Start  walking 

2.  Go  in  correct  direction 

3.  Continue  walking 

4.  Stop  at  sink 

ROLL  UP  SLEEVES 

1.  Put  right  hand  on  left 
sleeve 

2.  Roll  up  left  sleeve 

3.  Put  left  hand  on  right 
sleeve 

4.  Roll  up  right  sleeve 
TURN  ON  WATER 

1.  Move  hand  to  handle 

2.  Grasp  handle 

3.  Turn  handle 

4.  Release  handle 

DAMPEN  HANDS 

1.  Put  hands  under  water 

2.  Turn  hands  from  one  side 
to  another 

3.  Remove  hands  from  water 
PICK  UP  SOAP 

1 . Move  hand  toward  soap 

2.  Grasp  soap 

3.  Lift  soap  from  tray 

TURN  SOAP 

1.  Hold  soap  in  hand 

2 . Turn  soap  over 

3.  Turn  soap  over 

4.  Hold  soap 
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HANDWASHING:  Subsections  (continued) 


REPLACE  SOAP 

1.  Hold  soap 

2 . Move  soap  toward  tray 

3.  Place  soap  in  tray 

4.  Release  soap 

5 . Remove  hand 

LATHER 

1.  Place  hands  together 
(palm  to  palm) 

2.  Rub  hands  back  and  forth 

3.  Rub  back  of  left  hand  with 
right  palm 

4.  Rub  back  of  right  hand  with 
left  palm 

RINSE  HANDS 

1.  Put  hands  under  water 

2.  Let  water  run  on  hands 

3 . Turn  hands  over 

4 . Let  water  run  on  hands 

5.  Remove  hands  from  water 

TURNS  OFF  WATER 

1.  Move  hand  to  handle 

2.  Grasp  handle 

3.  Turn  handle  until  water  stops 

4.  Release  handle 

PICK  UP  TOWEL 

1.  Reach  for  towel 

2.  Grasp  towel 

3.  Lift  towel  off  rack 

DRY  HANDS 

1.  Dry  back  of  left  hand 

2.  Dry  palm  of  left  hand 

3.  Dry  back  of  right  hand 

4.  Dry  palm  of  right  hand 

REPLACE  TOWEL 

1.  Hold  towel 

2.  Move  towel  toward  rack 

3.  Place  towel  on  rack 

4.  Release  towel 
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D.  SUMMARY 

This  section  has  provided  you  with  a discussion  of  the  principles  and 
techniques  of  task  analysis.  Keep  in  mind  this  is  just  one  approach  to  enhancing  the 
skills  of  developmentally  disabled  individuals.  VVe  have  focused  on  this  system 
because  it  is  relatively  simple  to  learn  and  use  and  because  it  has  proven  to  be  a 
useful  tool  in  working  with  disabled  people. 
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FOOTNOTES 

Marc  W.  Gold,  The  Try  Another  Way  Approach,  (Sacramento,  OA;  The 
alifornia  Project). 
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TRAINER  FACT  SHEET 

SUGGESTED  GUEST  SPEAKERS;  Psychologist,  or  person  trained  in  the  application 
and  techniques  of  behavior  management. 

PURPOSE;  This  section  presents  an  overview  of  the  uses  and  techniques  of  behavior 
modification  as  it  relates  to  the  delivery  of  service  to  developmentally  disabled 
individuals. 

Participants  will  become  familiar  with  the  benefits  as  well  as  the  risks 
associated  with  this  approach.  They  will  have  opportunities  to  apply  theory  and 
techniques  to  situations  they  are  likely  to  encounter. 

In  addition  to  client-oriented  applications,  participants  will  become  aware  of 
how  their  own  behavior  is  shaped  and  the  influence  their  behavior  can  have  on  others. 

OBJECTIVES;  Upon  completion  of  this  section,  participants  will  be  able  to; 

• define  behavior  and  formulate  specific  behavioral  descriptions; 

• define  and  illustrate  the  ABC's  of  behavior  management; 

• discuss  the  benefits  and  possible  applications  of  behavior  management  as  they 
relate  to  respite  service; 

• discuss  arguments  against  using  behavior  management; 

• define  and  give  examples  of  "shaping",  "prompting",  and  "graduated  guidance"; 

• illustrate  the  correct  application  of  "immediacy",  "consistency",  "contingency", 
and  "appropriateness"  as  they  relate  to  reinforcement; 

• discuss  types  and  examples  of  reinforcers; 

• discuss  approaches  other  than  reinforcement  for  managing  problem  behavior; 

• define  punishment  and  discuss  its  effects  on  the  individual; 


• discuss  the  use  of  punishment  by  respite  providers. 
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A.  INTRODUCTION 

This  section  will  introduce  you  to  the  theory  and  application  of  behavior 
management  as  a systematic  approach  to  changing  or  shaping  the  behavior  of  an 
individual. 

You  will  gain  an  understanding  of  what  constitutes  behavior  and  what  factors 
influence  that  behavior. 

\A/e  will  discuss  the  benefits  and  applications  of  behavior  management 
techniques  as  tney  might  apply  to  your  respite  service. 

In  particular,  you  will  learn  specific  techniques  for  increasing  an  individual's 
"good"  or  desirable  behavior  and  decreasing  or  eliminating  "bad"  or  problem  behavior. 
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DISCUSSION 


B.  CHANGING  BEHAVIOl^ 


NARr^ATIVE; 

Has  anyone  here  ever  changed  behavior? 

Of  course,  everyone  has,  in  some  way,  shaped  or  produced  a change  in 
someone's  behavior  . . . for  better  or  worse. 

How?  (Solicit  responses  from  the  group.) 

The  purpose  of  this  section  is  to  familiarize  you  with  basic  behavior 
management  techniques. 

Behavior  management  can  be  used  to; 

1.  Teach  new  skills  or  behaviors. 

2.  Decrease  maladaptive  behaviors. 


I C.  BEHAVIOR  MAiMAQEiVlEiMT  - BEGINNING 

VHAT  IS  BEHAVIOR  MANAGEivlEN  T? 

Behavior  ivlanagement  is  a inethod  to  achieve  beneficial  changes  in  an 
ndividual's  behavior  by  arranging  for  certain  consequences  to  follow  specific 
behaviors.  All  behavior  is  affected  by  its  consequences.  Changing  the  consequence 
'or  a particular  behavior  can,  therefore,  change  the  likelihood  that  the  behavior  will 
continue  to  occur.  Positive  consequences  will  increase  the  chances  that  the 
Dehavior  will  be  repeated;  negative  consequences  will  decrease  the  chances  for 
repetition.  Our  emphasis  in  client  care  will  be  to  use  positive  reinforcement. 
Positive  reinforcement  refers  to  the  increase  in  the  frequency  or  duration  of  a 
behavior  which  is  followed  by  a positive  consequence. 


WHY  USE  BEHAVIOR  MANAGEMENT? 

Some  oenefits  of  utilizing  a behavior  management  approach  are: 

The  task  can  be  broken  down  so  that  the  learning  can  take  place  at  the  learner's 
pace,  increasing  success  and  motivation. 

The  individual's  success  can  be  shared  among  the  family  and  others  in  his 
environment. 

The  trainer  is  reinforced  by  observing  concrete  change  and  skill  development  in 
the  individual. 

• It  introduces  a new  dimension  of  predictability  for  the  trainer  and  trainee. 

• It  facilitates  communication. 

sa  Others  can  follow  the  same  program  which  provides  consistency  and  therefore 
promotes  faster  learning. 


; People  sometimes  hesitate  to  consciously  exert  influence  over  another's 
I behavior.  However,  we  all  affect  the  behavior  of  others  whether  we  intend  to  or 
} not.  So,  it  is  important  to  learn  the  principles  and  procedures  of  behavior 

i management  so  that  we  can  use  them  in  a sensitive  and  responsible  way.  We  all 
learn  this  way  without  realizing  it  and  encounter  it  every  day,  e.g.,  many  of  us 
would  not  go  to  work  without  receiving  that  paycheck! 


192 


vVHEN  MOULD  YOU  USE  BEHAVIOR  MANAGEMENT? 

The  most  important  use  of  behavior  management  is  to  teach  new  (needed) 


behaviors  which  an  individual  lacks  such  as: 

Daily  living  skills: 

• Eating  independently 

• Dressing  independently 

• Bathing,  brushing  teeth 

• Caring  for  clothing 

• Toileting  independently 

• Taking  medication 

• Simple  housekeeping 

• Meal  preparation 

Work  attitudes 
9 Punctuality 

• Initiative 

Work  skills 

• Assembly  production 


Leisure/recreation  skills 

Academic  skills 

• Reading,  writing,  math 

• Matching,  sorting 

• Money  management 

Social  and  community  skills 

• Crossing  the  street  safely 

• Using  public  transportation 

• Developing  peer  relationships 

• Making  purchases 

• Locating  community  facilities 


Behavioral  management  can  also  be  used  to  eliminate  or  reduce  inappropriate 
or  self-defeating  behaviors  so  that  an  individual  may  become  better  accepted  by 
others,  avoid  injury  to  himself  and  others,  or  stop  a disturbing  behavior  pattern.  It 
can,  for  example,  help  someone  stop  shouting  obscenities,  stop  hitting  people,  or 
stop  self-inflicting  injury. 

Since  the  techniques  are  easy  to  learn,  they  are  especially  useful  for 
self-management  programs.  Many  weight  loss  programs  use  behavior  management 
techniques.  You  may  design  your  own  program  and  build  in  consequences  that  have 
special  meaning  for  you  to  change  your  behaviors.  This  is  a very  powerful  technique 
since  it  puts  the  control  in  your  hands  and  promotes  feelings  of  independence  and 
self-esteem. 


ARGUMENTS  AGAINST  THE  USE  OF  BEHAVIOR  MANAGEMENT: 

• It's  dehumanizing,  cold  and  calculating. 

• You  don't  learn. 

• The  learning  doesn't  generalize. 

• The  new  behavior  masks  symptoms  that  will  recur. 

• You  have  to  use  tangible  rewards. 

• It  uses  a lot  of  mechanisms  such  as  timers  and  charts  and  is  therefore  difficult 
to  implement. 

• It's  lab-oriented. 

• It's  animal  psychology  - pigeons  playing  ping  pong,  chickens  pecking  colors,  rats 
running  mazes. 
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CASE  STUDY:  PHILIP 


j The  following  study  of  a Salem,  Oregon,  homemaker's  day  with  a mentally 
retarded  child  illustrates  the  potential  for  learning  when  a caring  and  patient 
provider  is  available  to  work  with  such  children. 

* I Arrived  at  the  Grant  home  at  about  9:00  a.m.,  November  10th.  1 rang  the 
doorbell  and  Philip  answered  the  door.  He  shouted  that  he  was  Philip.  I told  him 
that  I was  Mrs.  Britton.  Philip  is  ten  years  old. 

I 

He  has  got  brown  hair.  He  is  an  attractive  child.  Philip  is  a mentally  retarded, 
brain  damaged  child.  He  has  attended  school  in  the  past  but  had  to  be  dismissed  this 
year  as  he  has  become  too  abusive  to  the  other  children.  Philip  is  not  able  to 
I control  much  of  his  behavior  which  society  finds  unacceptable,  due  to  the  brain 
; damage  he  has.  He  is  on  much  medication  for  this.  He  did  respond  to  firm  loving 
; response  from  me  quite  favorably. 

Mrs.  Grant  is  a blond,  somewhat  sturdily  built  woman.  She  is  friendly.  She  was 
almost  at  her  wit's  end  it  appeared.  Her  bag  to  take  to  the  Y was  all  packed  and 
sitting  by  the  front  door  when  I arrived.  We  went  into  the  kitchen  to  have  a cup  of 
I tea.  Philip  followed.  When  we  sat  down  in  the  kitchen  chairs  he  climbed  up  on  his 
I mother's  shoulders  as  she  sat  in  the  chair.  We  could  not  talk  with  him  there  and  I 
I told  Philip  to  get  down  from  his  mother's  shoulders.  After  being  told  three  times  he 
: got  down  and  quickly  came  to  my  chair.  He  was  preparing  to  climb  on  my  shoulders 
: so  I turned  around  and  grabbed  his  wrist  and  told  him  slowly  to  go  watch  T.V.  I 
would  talk  with  him  when  I finished  talking  with  his  mother.  This  I repeated  three 
times  and  he  reluctantly  left  to  watch  T.V.  He  returned  three  times  while  his 
mother  and  I were  talking  but  readily  returned  to  T.V.  when  I would  say  for  him  to. 

After  Mrs.  Grant  left,  Philip  and  I watched  cartoons  on  T.V.  When  this  was 
over  he  helped  pick  up  his  toys  and  the  litter  on  the  floor  and  the  rug  of  the 
playroon.  He  seemed  very  happy  and  glad  to  be  able  to  help  out. 

About  one  hour  after  I had  been  in  the  home,  Philip  began  to  call  me  grandma. 
After  trying  this  a few  times  he  tried  grammy  and  continued  to  call  me  this  the  rest 
of  the  day.  This  seemed  to  please  him.  He  got  a snapshot  of  his  grandmother  to 
show  me.  She  has  red  hair  and  the  same  shaped  face  I have.  There  was  considerable 
physical  resemblance.  We  played  fish  with  cards.  Philip  could  readily  tell  the  suits 
that  went  together  and  enjoyed  this  considerably.  I asked  Philip  to  hop  to  different 
parts  of  the  house  and  back.  He  was  able  to  hop  somewhat  and  enjoyed  this  activity 
immensely. 

I sang  nursery  and  kindergarten  songs  and  he  joined  in  those  he  knew.  He  also 
sang  along  somewhat  with  those  new  to  him  and  he  especially  liked  Bend  and 
Stretch,  which  he  did  not  appear  to  know.  He  also,  later  in  the  day,  followed  the 
motions  to  Bend  and  Stretch  quite  well  and  he  surely  did  enjoy  trying  to  sing  and 
make  the  motions.  He  did  very  well  before  the  day  was  over.  I just  started  singing 
many  times  that  day  and  he  nearly  always  joined  in. 


REPRINTED  from  Thursday's  Child  Has 
Par  to  Go;  Patricia  W.  Soyka,  National 
Council  for  Homemaker-Home  Health  Aide 
Services,  New  York,  1979. 
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Mr.  Grant  came  in  at  noon.  I asked  if  I could  fix  him  some  lunch.  He  said  "No, 
just  stay  right  there  with  Philip."  He  left  shortly.  He  told  Philip  and  me  goodbye 
and  said,  "This  is  really  great,  having  a meal  without  being  pestered." 

ivlr.  Grant  left,  Philip  and  I went  to  the  kitchen.  He  found  a packet  of 
(<ool-Aid.  I put  some  water  in  the  pitcher  and  he  put  in  the  Kool-Aid  and  the  sugar 
and  stirred  it.  I asked  if  he  would  like  a peanut  butter  sandwich.  He  said  he  would. 
I fixed  hiin  a sandwich  which  he  ate.  I asked  if  he  would  care  for  another  sandwich 
and  he  said  he  would.  This  sandwich  he  ate,  too,  with  gusto.  His  mother  had  said  I 
could  offer  him  a glass  of  milk  for  lunch,  but  that  he  probably  would  not  want  it 
because  his  medication  took  his  appetite  away.  I asked  if  there  was  anything  else 
and  she  said  that  I could  offer  him  a peanut  butter  sandwich  but  he  probably 
wouldn't  want  it. 

Around  two  o'clock  Philip  wanted  to  watch  T.V.  He  went  to  the  playroom  alone 
and  found  his  channel.  Shortly  after  he  went  upstairs,  the  telephone  rang  and  I 
answered  it.  Before  I could  take  a message  I received  a hard  punch  in  the  back.  I 
turned  to  flying  fists  as  I put  down  the  phone  and  grabbed  his  wrists  very  firmly  and 
held  on.  He  did  not  want  to  let  go.  He  started  hitting  at  me  again.  I said,  "Philip, 
don't  hit  me.  I don't  hit  you."  He  did  not  quit  so  I told  him  I would  have  to  take  hiin 
to  'time  out'  if  he  continued.  He  continued  so  I took  him  to  "time  out".  "Time  out" 
was  a chair  in  the  sewing  room  that  faced  a blank  door.  His  mother  had  told  me 
that  this  was  used  when  he  became  upset  and  hard  to  handle.  He  yelled  for  a while 
and  then  calmed  down.  I then  asked  him  if  he  was  ready  to  come  out.  He  was.  He 
had  calmed  down  considerably.  That  seemed  to  work  very  well. 

Late  in  the  afternoon  we  were  playing  cards,  "fish",  when  suddenly  he  jumped 
up  and  ran  from  the  room,  up  the  back  stairway,  back  down  through  the  downstairs, 
up  the  front  stairway  and  back  through  the  living  room  to  the  back  stairway,  then 
circled  the  downstairs  and  came  back  and  lay  down  on  the  rug  and  went  on  with  the 
card  game  as  though  it  had  not  been  interrupted. 

His  mother  left  the  home  shortly  after  9;Q0  A.M.  and  returned  after  3:00  P.M. 
much  refreshed.  She  took  me  home  and  asked  how  Philip  had  been.  I told  her.  She 
was  very  happy.  She  had  tears  in  her  eyes  when  she  said  "This  is  the  happiest  day  he 
has  had  in  a long  time."  Mrs.  Grant  is  very  concerned.  I liked  Philip  very  much  and 
enjoyed  this  opportunity. 


Leighton  Britton,  Homemaker  Services 
Salem,  Oregon 
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EXERCISE 


D.  BEHAVIORAL  OE5CRIPTION5 

INSTRUCTIONS: 

Tell  the  group  to  write  down  everything  you  do  during  the  next  ten  nninutes. 

As  instructor,  you  can  develop  your  own  repertoire,  but  you  should  include  a 
combination  of  the  following: 

1.  Pace  back  and  forth. 

2.  Take  someone's  pen  and  throw  it. 

3.  Pick  up  a book  and  hand  it  back. 

4.  Pretend  to  pull  someone's  hair. 

5.  \A/alk  out  of  the  room,  shut  the  door,  then  kick  or  hit  it. 

6.  Return  to  the  classroom. 

POINTS  FOR  DISCUSSION: 

• Make  sure  students  give  an  objective  statement  of  what  you  did. 

• Students  should  avoid  labeling,  i.e.,  antisocial,  aggressive,  disruptive. 

• Students  should  not  draw  conclusions,  i.e.,  did  you  hit  the  door  or  kick  it?  How 
could  they  know  if  the  door  was  closed? 

• Students  should  not  attribute  emotions  to  your  actions,  i.e.,  you  acted  angry, 
etc. 
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BEHAVIO.^^AL  DESCRIPTION  - DEFINITION^^^^ 


In  order  for  us  to  apply  the  principles  of  behavior  management,  we  need  to  be 
clear  about  what  to  look  for  when  we  are  observing  behavior  in  our  clients. 

A behavioral  description  is  A DESCRIPTION  WHICH  REFERS  ONLY  TO 
BEHAVIORS  (I.E.,  OBSERVABLE  ACTIONS)  AND  WHICH  STATES  THEM  IN 
SPECIFIC  TERMS,  RECORDING  BOTH  THE  BEHAVIORS  AND  THE  CONDITIONS 
UNDER  WHICH  THEY  OCCUR.  Specific  terms  are  those  which  refer  to  the  exact 
measures,  quantities,  degrees  of  intensity,  or  frequency  of  the  observed  behavior. 


Correct 


Incorrect 


Mike  drank  five  8 oz.  glasses  of  water. 

Debra  has  been  crying  for  ten  minutes 
without  stopping. 

Fred  typed  at  a rate  of  30  words  per 
minute  for  one  hour  without  taking  a 
break. 


Mike  was  thirsty. 
Debra  is  upset. 

Fred  is  a good  worker. 
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EXERCISE 


QUICK  QUIZ 


INSTRUCTIONS: 

Put  the  following  statements  on  a flipchart  and  ask  the  group  to  place  a "3"  in 
front  of  those  sentences  which  describe  behavior,  and  an  "N"  before  those  NOT 
describing  a behavior.  Example:  N Sally  wants  a new  hat. 

Allow  about  three  minutes;  then  read  statements  and  ask  for  a show  of  hands  to 
indicate  responses  and  group  comprehension.  Review  the  concept  if  necessary. 

a.  Jack  is  upset. 

b.  Sue  took  away  the  lunch  of  two  other  clients  and  laughed. 

c.  Karen  is  happy. 

d.  Alice  showed  her  work  to  her  supervisor  and  asked,  "Isn't  this  good?" 

e.  Nancy's  breathing  became  faster. 

f.  Fred  was  proud  of  his  work. 

g.  3ill  smiled  and  laughed. 

h.  Paul  likes  candy. 

i.  Jimmy  was  mean  to  the  other  clients. 

j.  ivlary  will  work  for  ^ hour  whenever  a piece  of  candy  is  offered  to  her  as  a 

reward. 

Place  an  "S"  in  front  of  those  sentences  using  specific  terms  to  describe  a 
behavior,  and  an  "N"  before  those  using  non-specific  terms.  Example:  5 Fred 

takes  large  steps,  measuring  about  three  feet  each.  The  correct  answer  is  "S"  since 
the  behavior  is  described  in  specific  terms  (measuring  about  three  feet  each). 

a.  Gary  wandered  around  the  room. 

b.  Bill  had  a long  spell  of  laughing. 

c.  Donald  came  one  and  5 hours  late. 

d.  John  came  home  very  late. 

e.  Sarah  was  very  friendly  with  others  in  the  group. 

f.  Ed  laughed  continuously  for  15  minutes. 

g.  Sam  wandered  in  one  clockwise  circle  around  the  room. 

h.  Rosemary  ate  very  little  for  lunch. 

i.  Helen  spoke  with  3 of  the  5 members  of  the  group  and  made  eye  contact 

with  4 out  of  the  5. 

j.  Dotty  ate  one  Ritz  cracker  and  one  bite  of  an  apple  for  lunch. 
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HANDOUT 


E.  THE  ABC'S  OF  BEHAVIOR  MANAGEMENT^^^^ 


The  elementary  principle  is; 

BEHAVIOR  IS  CONTROLLED  BY  IT'S  CONSEQUENCES. 
vVhich  is  another  way  of  saying: 

V7HAT  HAPPENS  BEFORE  THE  BEHAVIOR  and 

WHAT  HAPPENS  AFTER  THE  BEHAVIOR  can  influence  strongly 

WHAT  WE  WILL  DO  the  next  time. 

ANTECEDENTS; 

• Set  the  stage 

• Indicate  what  is  likely  to  follow 

• Signal  (using  prompts  or  cues)  for  behavior  to  occur 


BEHAVIOR: 

• Observable  actions  of  individuals  in  terms  of  frequency,  duration  and  intensity 
CONSEQUENCES: 

• The  environmental  changes  that  have  occurred  or  have  been  brought  on  by  the 
behavior 

• Affect  whether  or  not  the  behavior  will  occur  again 


ANTECEDENT 


Alarm  goes  off 


You  give  Debra  her 
sweater  and  ask  her  to 
put  it  on. 


BEHAVIOR 


CONSEQUENCE 


You  get  up,  get  ready 
for  work  and  arrive 
on  time  at  your  job. 


Once  a week  you  get  a 
paycheck. 

Daily  you  get  smiles  and 
praise  when  you  do  well. 


Debra  finally  succeeds 
without  help  from  you, 
but  with  considerable 
effort. 


You  smile  and  say, 

"Terrific,  you  put  on 
your  sweater  without  a 
bit  of  help.  I'm  proud  of 
you!" 


I 
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EXERCISE 


F.  "SHAPING"  TO  CHANGE  BEHAVIO:^ 

NAPKATIVE: 

This  exercise  will  illustrate  the  principles  of  reinforcement. 

Has  anyone  heard  of  a game  called  HOT/COLD? 

We  are  going  to  use  that  situation  to  illustrate  reinforcement  and  what  it  is  like 
to  be  shaped. 

Ask  for  a volunteer.  If  one  is  not  forthcoming  select  someone  you  know.  Thank 
him  for  "volunteering".  Tell  him  to  leave  the  room  and  that  when  he  comes  back  his 
behavior  will  be  shaped  by  the  group. 

HOT;  — you're  getting  closer  or  more  accurate. 

COLD;  --  you're  moving  away  or  not  doing  anything. 

When  the  volunteer  leaves  the  room  have  the  group  select  a target  behavior, 

i.e.,  writing  on  the  board,  picking  up  a chair.  Keep  it  simple  or  you  could  spend  all 
day  shaping.  Once  they  have  selected  the  target,  take  a position  in  the  back  of  the 
room  and  call  the  person  back. 

Record; 

1.  How  long  it  took  to  shape  the  target  behavior. 

2.  How  often  HOT  vs  COLD  was  delivered. 

3.  The  tone  of  voice  of  the  group  while  shaping. 

POINTS  FOR  DISCUSSION; 

After  the  target  behavior  has  been  achieved,  ask  your  volunteer  what  the 
experience  was  like  for  him; 

1.  When  he  first  walked  in  the  room. 

2.  As  he  got  closer  to  the  end. 

3.  What  effect  so  many  "shapers"  had  on  him. 

4.  When  was  he  confused,  or  when  did  mistakes  in  shaping  occur. 

The  more  feedback  that  is  given,  the  easier  it  is  to  learn.  The  following 
handouts  are  a guide  for  delivering  reinforcements. 
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HANDOUT 


G.  A REINFORCEMENT  GUIDE^^^^ 

The  following  guidelines  suggest  ways  to  maximize  the  effectiveness  of 
reinforcement  in  changing  behavior. 

IMMEDIACY; 

i^einforce  immediately  after  the  behavior  occurs,  for  two  reasons; 

• The  sooner  you  reinforce  the  behavior,  the  tighter  the  connection  between 
the  behavior  and  the  reward. 

• The  sooner  you  reinforce  the  behavior,  the  less  time  there  is  for 
inappropriate  behavior  to  occur  between  the  appropriate  behavior  and  the 
reward. 

When  the  reinforcer  is  delivered  immediately  after  a behavior,  its  effect  is 
greatest.  Don't  wait  five  minutes  or  a few  hours  to  reinforce  a person's  behavior.  A 
delay  of  even  a few  seconds  can  destroy  the  reinforcer's  effectiveness.  This  is  why 
verbal  praise  is  used  so  often;  it  can  be  given  immediately.  (Remember  to  use 
praise  even  when  using  other  reinforcers.)  To  decide  whether  the  law  of  Immediate 
Reinforcement  was  followed,  ask;  "Was  the  reinforcer  delivered  before  any  other 
behavior  occurred?" 

CONSISTENCY; 

Decide  how  often  you  are  going  to  reinforce  the  person  for  appropriate  behavior 
and  stick  to  that  schedule.  The  same  behaviors  should  be  reinforced  by  everyone  in 
the  person's  environment  (types  and  frequency  of  re  inforcers  should  be  consistent). 

CONTINGENCY; 

Determine  what  behavior  must  occur  before  reinforcement  will  be  awarded, 
i.e.,  reinforcement  is  dependent  or  contingent  on  what  desired  behavior? 

Example;  When  John  finishes  his  puzzle  (contingency),  he  will  be  praised  and 
allowed  to  listen  to  the  radio  (reinforcement). 
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Not  all  contingencies  are  verbalized  to  the  child.  When  a contingency  is 
verbalized,  it  should  be  stated  positively  and  early  in  the  activity.  For  example:  (as 
soon  as  he  begins)  "When  you  finish  the  puzzle,  John,  you  can  listen  to  the  radio." 
Instead  of:  "If  you  don't  finish  the  puzzle,  you  won't  be  able  to  listen  to  the  radio." 
Never  state  a contingency  that  cannot  be  followed  through.  The  difference  between 
a contingency  and  a bribe  is  that  a bribe  is  given  after  the  child  refuses  or  is 
resistant  in  responding  to  a demand. 

APPROPrTIATENESS: 

The  reward  should  be  enjoyable  to  the  individual  and  should  be  appropriate  in 
quantity  and  quality  to  the  task.  Activities  that  are  frequently  engaged  in  could  be 
good  reinforcers.  Rewards  should  be  used  that  are  appropriate  to  the  age  and 
functioning  level  of  the  individual. 

EXAMPLES  OF  REINFORCERS: 

• Food 

■ Attention 

• Objects 

• Activities 

Physical  proximitiy,  eye  contact,  verbalizations,  physical  contact  and  facial 
expressions  are  examples  of  attention.  Sometimes  we  use  tangible  items  such  as 
toys,  grooming  articles,  records  and  books  as  reinforcers.  It  is  also  common 
practice  to  use  activities  as  reinforcements  such  as  going  on  an  outing,  listening  to 
music,  playing  games  and  engaging  in  other  preferred  activities. 

SOCIAL  REINFORCEMENT: 

Tangible  reinforcement  can  be  paired  with  social  reinforcement  (eye  contact, 
hugs,  praise,  etc.).  As  social  reinforcers  increase  in  value,  tangible  reinforcers  can 
be  reduced.  Reinforcement  is  used  to  increase  and  maintain  behavior,  so  be 
observant  of  good  behaviors  that  may  be  taken  for  granted.  Notice  behaviors  that 
are  appropriate  and  reinforce  them.  A client  who  makes  his  bed,  dresses  neatly,  sits 
quietly  or  helps  someone  else  will  continue  to  do  so  if  these  behaviors  are 
reinforced.  Be  a reinforcing  person.  Create  a reinforcing  environment.  If  the 
individual  is  not  doing  anything,  create  a situation.  Can  he  help  carry  the  laundry  to 
the  machine,  set  the  table,  sweep  the  floor,  etc.?  Get  him  involved  in  what  you're 
doing  and  then  provide  reinforcement  for  these  appropriate  behaviors. 
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DISCUSSION 


H.  INTRODUCTION  TO  PROMPTING 

Before  beginning  this  section,  have  the  class  list  several  ways  they  have  been 
taught  new  skills  or  tasks,  e.g.,  sewing,  foreign  language,  dancing,  etc. 

POINTS  FOR  DISCUSSION; 

• What  about  the  teaching  made  it  easy/hard  for  you  to  learn? 
t What  did  you  like/dislike  about  the  approach  used? 

• What  would  have  been  a better  approach? 
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USING  PROMPTS  TO  TEACH  BEHAVIQ!^ 

We  have  learned  that  the  frequency  with  which  a behavior  occurs  is  controlled 
to  a large  extent  by  the  consequences  of  that  behavior.  Reinforcing  consequences, 
or  REINFORCERS,  cause  an  increase  in  the  frequency  of  desirable  behaviors  for  the 
clients  in  habilitative  programs.  ANTECEDENTS  are  environmental  events  which 
occur  before  behaviors,  thus  serving  as  cues  or  signals  for  behaviors  to  occur.  In 
this  module,  you  will  learn  how  prompts  are  used  in  teaching  new  behaviors  to 
clients  in  your  program. 

Let's  start  by  defining  the  word  "prompt"  as  it  is  used  in  teaching.  A PROMPT 
is  an  additional  antecedent  (an  environmental  event  occurring  before  a behavior) 
which  causes  that  behavior  to  occur.  Teaching  new  behavior  is  aided  by  the  use  of 
prompts.  We  use  prompts  to  help  initiate  and  insure  the  complete  performance  of 
new  behaviors.  After  the  prompt  results  in  the  behavior,  the  behavior  can  be 
reinforced.  Three  types  of  prompts  used  to  teach  new  behaviors  in  sequence  of 
"prompt  hierarchy"  are: 

(Minimum)  Vocal  Prompts 

(Moderate)  Visual  Prompts 

(Maximum)  Tactile  (Guidance)  Prompts 

VOCAL  PROMPTS; 

Where  appropriate,  use  the  person's  name  with  the  vocal  prompt.  Use 
consistent,  descriptive  vocal  prompts.  Eliminate  extra  words  from  your  prompts. 

Use  a neutral  (unexcited)  tone  of  voice  for  a vocal  prompt  so  the  client  can 
distinguish  between  the  vocal  prompt,  and  the  verbal  praise  which  may  be  used  as 
reinforcement  after  the  behavior  has  occurred. 

Complete  the  vocal  prompt  before  giving  the  guidance  prompt.  This  will  give 
the  client  an  opportunity  to  initiate  the  desired  behavior  himself. 

When  working  with  clients,  auditory  or  vocal  prompts  normally  consist  of  simple 
spoken  hints  or  instructions.  We  often  think  of  vocal  prompts  as  being  "more 
normal"  than  other  types,  because  we  are  familiar  with  them  in  our  own  day-to-day 
living. 
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Examples  of  Vocal  Prompts; 

"Shut  the  window" 

"Stand  up" 

"Sit  down" 

"Pass  the  peas" 

Example  of  How  Vocal  Prompts  Are  Used; 

Mary:  "John,  would  you  pass  the  peas?"  (vocal  prompt) 

John:  Passes  the  peas  to  Mary  (behavior) 

Mary:  "Thank  you,  John."  (reinforcer) 

Since  the  goal  of  this  training  is  to  teach  the  client  to  be  as  independent  as 
possible  in  all  skill  areas  (e.g.,  self-help  skills),  the  smaller  the  amount  of  prompting 
necessary  to  cause  a behavior  to  occur,  the  better.  With  this  in  mind,  it  is 
important  that  we  always  use  the  minimal  prompt  to  which  the  client  will  respond. 
Try  using  the  "least  possible"  (vocal)  prompt  first.  Move  on  to  the  next  level  of  cue 
only  after  observing  that  the  client  does  not  respond  or  perform  the  desired  behavior 
when  given  the  least  possible  prompt.  In  the  example,  the  vocal  prompt  was  Mary's 
request,  "John,  would  you  pass  the  peas?"  The  behavior  John  performed  in  response 
to  the  vocal  prompt  was  passing  the  peas.  Mary  then  reinforced  John  by  saying, 
"Thank  you."  Some  mentally  retarded  clients  to  not  respond  to  auditory  or  vocal 
prompts.  In  these  cases  it  becomes  necessary  to  introduce  an  additional  prompt 
such  as  a visual  prompt  to  cause  the  desired  behavior  to  occur  so  that  it  can  be 
reinforced. 

VISUAL  PROMPTS: 

Visual  prompts  may  occur  in  two  forms:  gestures  and  demonstrations.  Gestures 
include  pointing,  hand  movements,  eye  movements,  etc. 

Example:  A teacher  wants  to  teach  Mark  to  sit  down  in  response  to  the  vocal 

prompt,  "Sit  down."  The  first  time  Mark  is  asked  to  sit  down,  he 
does  not  respond.  The  teacher  repeats  the  request,  "Sit  down,"  then 
points  (gestures)  toward  the  chair.  Mark  then  sits  down  and  is 
immediately  praised  (reinforced)  by  the  teacher. 
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In  the  example,  Mark  did  not  respond  to  the  vocal  prompt  alone,  so  the  teacher 

used  a vocal  prompt  and  added  a visual  cue  (in  this  case  a gesture).  The  desired 

behavior  then  occurred  and  was  reinforced  by  praise.  In  demonstration  the  teacher 
would  perform  the  desired  behavior  for  the  client  to  imitate. 

Example:  The  teacher  wants  to  teach  John  to  wash  his  hands  in  response  to 

the  vocal  prompt,  "John,  please  wash  your  hands."  The  teacher 
gives  John  the  verbal  request,  "John,  please  wash  your  hands,"  and 
John  does  not  respond.  The  teacher  then  repeats  the  request  while 
washing  his  own  hands  (demonstration).  John  then  washes  his  own 
hands  (imitates)  and  is  immediately  praised  by  the  teacher. 

TACTILE  PROMPTS: 

In  cases  where  the  individual  does  not  respond  to  a vocal  prompt  (hint  or 
instruction),  or  visual  prompt  (gesture,  demonstration),  it  may  be  necessary  to  use 
tactile  cues  or  guidance  prompts  to  produce  the  behavior.  A tactile  cue,  or 

guidance  prompt,  consists  of  physically  touching  the  individual  in  such  a way  as  to 

initiate  or  insure  the  complete  performance  of  the  desired  behavior. 

Example:  A mother  is  trying  to  teach  her  young  child  to  eat  with  a spoon 

instead  of  her  fingers.  When  the  child  fails  to  respond  to  the  word 
"spoon,"  or  pointing  to  the  spoon,  the  mother  places  the  child's  hand 
on  the  spoon. 

Example:  Diane  is  being  taught  to  put  her  pants  on  independently  when  given 

the  vocal  prompt,  "Diane,  put  your  pants  on."  The  provider  gives 
Diane  the  verbal  cue,  and  Diane  does  not  respond.  The  provider 
again  gives  Diane  the  verbal  cue,  while  pointing  (gesture).  Diane 
still  does  not  respond.  The  provider  again  gives  Diane  the  verbal 
cue  while  pointing  and  then  helps  Diane  put  the  pants  on  (physical 
prompt)  so  Diane  can  complete  the  desired  behavior.  Upon 
completion  of  the  task,  Diane  is  reinforced  by  praise. 
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In  this  example,  Diane  did  not  respond  to  the  vocal  prompt  alone,  or  the  vocal 
prompt  with  a visual  prompt.  The  provider  then  used  a vocal  prompt  with  a visual 
prompt  and  then  added  a guidance  prompt.  The  desired  behavior  then  occurred  and 
was  reinforced.  The  advantage  of  using  prompts  in  teaching  is  that  they  initiate 
behaviors  that  can  be  reinforced.  A possible  disadvantage  is  that  the  client  may 
become  dependent  on  the  prompts.  The  general  goal  is  to  fade  out  this  dependency 
by  fading  out  the  prompts,  r^emember  to  determine  the  minimal  prompts  to  which  a 
client  will  respond. 


207 


I.  GRADUATED  GUIDANCE 

vVhen  teaching  a client  to  perforin  a new  behavior,  it  is  important  to  always  use 
the  minimal  prompt  to  which  the  client  will  respond.  If  the  client  does  not  perform 
the  desired  behavior  in  response  to  the  vocal  or  visual  prompts,  physical  guidance  (a 
form  of  tactile  prompt)  must  be  used  to  cause  the  behavior  to  occur  so  that  it  can 
be  reinforced. 

vVhen  physical  guidance  is  necessary,  it  is  important  that  we  use  the  minimal 
amount  of  guiding  force  at  all  times,  thereby  allowing  the  client  to  perform  the 
behavior  as  independently  as  possible.  Graduated  guidance  is  a technique  by  which 
the  amount  of  hand  pressure  used  by  the  "teacher"  when  guiding  the  client’s  hand  is 
adjusted  to  the  client's  performance. 

Starting  and  working  through  a trial  using  graduated  guidance. 

• Exert  no  more  force  at  any  moment  than  is  needed  to  move  the  client's  hand  in 
the  desired  direction. 

• At  the  start  of  each  trial,  use  the  minimal  force  (even  a touch)  and  build  up 
until  the  client's  hand  starts  moving. 

• Once  the  client's  hand  starts  to  move,  decrease  the  guidance  instantly  and 
gradually  as  long  as  the  guided  hand  continues  to  move. 

■ Once  a trial  starts,  continue  to  guide  the  client's  hand  until  the  behavior  is 
completed;  do  not  give  up  or  interrupt  before  the  final  step. 

• If  the  client's  hand  stops  during  a trial,  increase  the  guiding  force  instantly  and 
gradually  to  the  point  where  movement  again  results. 

• If  the  guided  hands  pushes  against  you  in  the  direction  away  from  the  proper 
motion,  apply  just  enough  force  to  counteract  that  force,  thereby  keeping  the 
resisting  hand  in  a non-moving  position. 

• As  soon  as  the  resisting  hand  decreases  its  opposing  force,  instantly  decrease 
the  amount  of  force  you  apply  so  that  the  client's  resisitance  is  again  just  being 
counterbalanced. 

t If  the  resistance  becomes  an  exertion  of  force  that  you  cannot  control,  and  the 
situation  prevents  continuing  the  task,  do  not  force  it.  End  the  session 
(hopefully  on  a positive  note)  and  seek  consultation  with  your  supervisor  before 
trying  to  use  the  graduated  guidance  again  with  this  client. 

• When  the  guided  hand  stops  actively  resisting,  immediately  but  gradually  start 
again  to  use  just  enough  force  to  move  the  guided  hand. 
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Jeliverinq  Reinforcement 

• At  the  end  of  the  trial,  deliver  reinforcement. 

• The  reinforcer  should  be  given  together  with  the  desired  physical  effect 
produced  by  the  completion  of  the  behavior. 

• When  the  reinforcer  is  about  to  be  given  at  the  completion  of  the  behavior, 
eliminate  the  guidance  by  withdrawing  contact  and  then  give  the  reinforcer. 

• Verbal  praise  should  also  be  given  during  the  guidance  but  only  at  those 
moments  when  the  client  is  actively  participating  in  the  movement,  never  while 
he  is  resisting  or  completely  passive. 
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DISCUSSION 


J.  MANAGEMENT  OF  PROBLEM  BEHAVIORS 
An  Introduction 


INSTRUCTIONS: 

Lead  group  discussion  on  when  behavior  becomes  problem  behavior.  Ask  for 
real  examples  of  some  client  behavior  which  is  attention-seeking,  self-stimulating, 
task-avoiding,  self-abusive  or  aggressive.  Could  a behavior  be  acceptable  at  some 
times  and  not  at  others?  What  criteria  would  the  group  use  to  decide  whether  or  not 
to  intervene?  Emphasize  the  following  points  in  the  discussion. 

POINTS  FOR  DISCUSSION: 

In  general,  a behavior  becomes  a problem  behavior  if  . . . 

• the  behavior  interferes  with  learning.  For  example,  if  a child  frequently  gets 
out  of  the  chair  during  puzzle  activities  and  runs  around  the  room,  this  behavior 
will  interfere  with  the  child's  learning  new  skills. 

• the  behavior  interferes  with  skills  already  learned.  For  example,  if  a child  who 
can  complete  a puzzle  independently  starts  throwing  the  puzzle  pieces  instead 
of  putting  them  in  the  puzzle,  this  throwing  behavior  will  interfere  with  the 
child's  previously  learned  skills. 

• the  behavior  is  harmful  to  the  child,  is  socially  unacceptable  and/or  disruptive 
to  the  family.  For  example,  headbanging,  screaming,  removing  clothes,  etc. 
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MANAGEMENT  OF  PROBLEiVt  BEHAVIORS 

In  addition  to  reinforcing  the  behavior  you  want  to  increase,  here  are  some 
other  ways  to  manage  problem  behavior: 

Pt^EVENTION: 

3e  aware  of  situations  in  which  the  problem  behavior  occurs  and  structure  the 
environment  so  that  there  are  few  opportunities  for  the  behavior  to  occur. 

Example:  Locking  the  medicine  cabinet  prevents  the  individual  from  helping 

himself. 


REDIRECTION: 

Provide  age-appropriate  social  activities  and  skills  training  to  promote  greater 
independence.  Stop  an  inappropriate  behavior  while  helping  the  individual  behave 
appropriately. 

Example:  As  the  individual  attempts  to  eat  with  his  fingers,  redirect  his  hand 

to  the  spoon. 

TEACHING  NEW  SKILLS: 

Develop  more  opportunities  for  the  individual  to  perform  acceptable  behaviors. 

Example:  A person  who  has  nothing  to  do  while  waiting  for  dinner  may  resort 

to  emptying  cabinets  to  occupy  himself  or  get  attention.  Teaching 
hifn  to  set  his  place  at  the  table  will  provide  him  with  an 
appropriate  behavior. 


GIVING  HELP: 

If  the  person  is  resisting  or  avoiding  a task,  give  some  assistance  to  complete 
the  task. 

Example:  When  a person  has  been  taught  to  put  his  clothes  in  the  laundry  but 

throws  his  shirt  instead,  give  him  hand-over-hand  assistance  to  put 
the  shirt  in  the  basket,  and  then  reinforce  this  behavior. 


ELIMINATING  THE  rlEINFORCEiHS  ("EXTINCTION"): 

Oon't  reinforce  or  give  attention  to  maladaptive  behaviors. 


Example:  When  Marsha  whines  and  cries  for  a candy  bar  near  dinner  time,  her 

mother  gives  her  one  to  keep  her  quiet.  Her  mother  could  stop 
giving  out  candy  and  eventually  Marsha  would  give  up  whining. 
When  the  reinforcer  is  withheld  behaviors  are  "extinguished." 

Many  behaviors  are  reinforced  in  more  than  one  way.  For  example, 
hypochondriacal  behavior  can  consist  of  hourly  verbalizations  about  pains  that  have 
no  physiological  basis.  This  behavior  can  be  reinforced  by  tfie  attention  and  by  the 
drugs  received  from  the  doctor.  It  is  necessary  to  identify  and  eliminate  ^ of  the 
reinforcers.  If  only  one  of  the  reinforcers  is  identified  and  eliminated,  such  as  the 
drugs  but  not  the  attention,  the  behavior  will  not  be  stopped. 

Example:  When  the  individual  is  behaving  aggressively  - screaming,  kicking,  to 

get  his  own  way,  ignore  him  until  he  is  quiet. 

Example:  When  the  individual  is  aggressive  toward  another,  ignore  the 

aggressor  and  give  attention  to  the  victim. 

Ignore  inappropriate  behavior  and  reinforce  someone  else  who  is  behaving 
appropriately. 

This  technique  makes  it  easier  to  ignore  the  inappropriate  behavior  and 
indicates  to  the  individual  which  behaviors  will  be  reinforced. 

Example:  Joel  takes  off  his  clothes  and  runs  around  the  house.  Gwen  looks 

away  and  begins  reading  a story  to  Joel's  younger  brother. 

When  problem  behaviors  are  ignored,  the  individual  will  seek  new  behaviors  to 
replace  old  ones.  It  is  important  to  introduce  and  encourage  (reinforce)  appropriate 
behaviors  at  once. 
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K.  PUNISHMENT  AND  ALTERNATIVES 


Punishment  is  the  presentation  of  an  aversive  (negative)  consequence  which 
decreases  the  frequency  of  the  behavior  it  follows  (e.g.,  shouting,  ridiculing,  etc.). 
The  aversive  consequence  is  called  a "punisher";  it  is  any  event  that  follows  a 
behavior  and  decreases  the  frequency  of  that  behavior.  The  use  of  punishment 
procedures  is  discouraged  in  behavioral  programs  because; 

• punishment  does  not  teach  new  appropriate  behaviors; 

• punishment  is  effective  only  while  it  is  in  use; 

• there  are  positive  alternatives  to  punishment; 

• the  use  of  punishment  procedures  can  generate  detrimental  side  effects. 
Important; 

Punishment  which  causes  physical  harm  (hitting,  pushing)  or  physical  discomfort 
(pulling  hair,  cold  shower)  is  strictly  forbidden  in  all  programs  for  clients.  It 
violates  the  civil  and  human  rights  of  the  client.  (See  "Definition  of  Abuse"  under 
Reference  Information  at  the  end  of  this  section.) 

NEGATIVE  CONSEQUENCES  OF  PUNISHMENT; 

Escape/ avoidance  - the  individual  who  is  punished  may  try  to  escape  from  the 
person  or  environment  which  punishes.  This  occurs  when  the  individual  experiences 
fear  or  anxiety. 

Decrease  in  all  behavior  - the  individual  who  is  being  punished  may  begin  to 
suppress  appropriate  behaviors  as  well  as  the  behavior  which  is  being  punished. 

Loss  of  ability  to  deliver  positive  reinforcers  - the  ability  to  deliver  positive 
reinforcers  will  weaken  as  a result  of  delivering  punishing  consequences. 

Physiological  - the  use  of  punishment  can  cause  physiological  side  effects; 
muscle  tension,  increased  respiration,  increased  blood  pressure. 

Poor  role  model  - the  individual  being  punished  learns  the  social  power  of 
punishment,  and  may  use  it  on  others  if  an  opportunity  arises. 
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ADVANTAGES  OF  POSITIVE  REINFORCEMENT; 

• By  reinforcing  desired  behavior,  we  teach  the  individual  to  behave  appropriately. 

• We  can  design  a program  to  teach  a number  of  desired  behaviors  at  once. 

• People  (providers,  parents)  who  consistently  reinforce  become  associated  with 
positive  reinforcement. 

• An  environment  in  which  reinforcers  occur  is  a pleasant  one  both  for  those 
giving  and  those  receiving. 


DISCUSSION  i 


2]k 

L.  IMPLEMENTING  ALTERNATIVES  TO  PUNISHMENT 
INSTRUCTIONS: 

"What  are  some  of  the  negative  consequences  of  punishment?" 

List  the  trainees'  responses  on  the  Flipchart  and  add  and  discuss  any  of  the 
negative  aspects  that  the  group  does  not  mention. 

Then  ask,  "What  can  you  do  instead  of  using  punishment?" 

Again,  list  suggestions.  Follow  by  presenting  the  advantages  of  using  positive 
reinforcers  and  stress  that  the  alternative  to  punishment  is  positive  reinforcement. 

POINTS  FOR  DISCUSSION: 

• Focus  on  increasing  "good"  behaviors  instead  of  using  procedures  to  eliminate 
"bad"  behaviors. 

Example:  Collin  and  Kristen  are  teaching  Larry  to  do  puzzles.  Larry  keeps  throwing 
the  materials  on  the  floor.  Collin  wants  to  decrease  this  behavior  and  is 
questioning  Kristen  on  ways  of  eliminating  the  behavior.  Kristen  keeps 
asking,  "But  what  do  you  want  to  increase?"  Finally  Collin  says,  "The 
number  of  times  Larry  correctly  finishes  the  puzzle."  They  then  look  at 
the  teaching  techniques  they  are  using  and  decide  that  since  Larry  is 
making  a lot  of  mistakes  and  is  not  getting  reinforced  often,  it  is  probably 
not  a pleasant  activity  for  him.  They  redesign  their  teaching  so  that 
Larry  will  always  be  correct  and  get  a high  density  of  reinforcers. 

• Be  on  the  look-out  for  appropriate  behaviors  and  reinforce  them. 

By  following  this  principle,  your  client  will  acquire  new  skills  and  behaviors  that 
are  socially  acceptable,  reducing  the  need  for  you  to  be  concerned  with 
punishment  and  its  negative  consequences. 
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M.  SUMMARY 

Behavior  management  has  proven  to  be  an  effective  approach  to  eliminating 
"bad"  behavior  and  increasing  "good"  behavior. 

\Ne  have  discussed  what  constitutes  behavior  and  how  to  discriminate  between 
"good"  and  "bad". 

With  these  terms  defined,  we  discussed  the  dynamics  of  antecedent,  behavior 
and  consequence  as  the  key  factors  in  controlling  behavior. 

You  have  learned  how  to  apply  the  fundamentals  (ABC's)  of  behavior  by  using 
the  techniques  of  shapinq,  promptinq  and  qraduated  quidance.  You  have  learned  the 
negative  effects  of  punishment. 

By  now,  you  should  have  an  appreciation  for  the  benefits  and  various 
applications  of  behavior  management  to  favorably  influence  the  behavior  of  the 
disabled  individual  and  family  members  with  whom  you  will  interact  in  providing 
respite  service. 
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DEFINITION  OF  ABUSE 
OF  CLIENT  OR  OTHER  FAMILY  MEMBER^^®^ 


Any  deliberate  action,  incident  or  behavior 
shall  be  considered  to  constitute  abuse  or 
mistreatment  if  it  is  intended  to  be  physically  or 
emotionally  painful  to  the  person  or  detrimental  to 
the  individual's  care.  Examples  of  abuse  or 
mistreatment  include  but  are  not  limited  to  the 
following;  physically  striking  or  assaulting 

another;  speaking  harshly  or  rudely  to  the  person; 
ridiculing,  coercing  or  threatening  a client  or  any 
other  family  member. 

It  is  mandatory  that  any  instance  of  abuse 
observed  or  suspected  by  the  care  provider  must  be 
reported  to  the  respite  care  supervisor 

immediately.  The  program  must  submit  a written 
statement  of  the  alleged  abuse  to  the  Department 
of  Mental  Health  within  forty-eight  (48)  hours  of 
notification  by  the  care  provider. 


If  you  should  see  a situation  that  merits  more  help  than  you  can  give,  talk  to 
your  supervisor  without  delay.  You  are  not  a clinician  working  with  all  the  family 
problems,  nor  do  you  play  the  role  of  the  police.  It  helps  in  such  difficult  situations 
to  remind  yourself  that  you  are  there  for  a specific  respite  function  which  includes 
being  sensitively  aware  of  all  that  is  going  on  in  the  family.  You  should  avoid  falling 
into  the  trap  of  aligning  yourself  with  whomever  wants  you  on  their  side. 
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DEPARTMENT  OF  MENTAL  HEALTH 

Chapter  400;  Respite  Care  Program  Regulations 

(These  standards  apply  to  all  programs  which  are  operated  or  licensed  by  the 
Department  of  Mental  Health  and  which  are  designated  by  the  Commissioner  as 
mental  retardation  programs.) 


20.08;  Seclusion,  Restraint  and  Other  Limitations  on  Movement 

(1)  Seclusion.  Seclusion,  defined  as  the  retention  of  an  individual  alone  in  a locked 

room,  shall  not  be  employed. 

(a)  A locked  building  or  portion  of  a building  or  any  type  of  locked,  enclosed 
space,  shall  not  be  employed  as  a means  of  isolating  one  or  more  clients, 
unless  staff  remains  with  these  clients. 

(b)  Usual  means  of  egress  from  a building  or  portion  of  a building  shall  not  be 
locked  during  waking  hours  as  a means  of  preventing  clients  from  leaving 
the  program,  unless  the  head  of  the  program  makes  written  finding  that 
such  a procedure  is  the  least  restrictive  means  of  protecting  one  or  more 
of  the  clients  affected  by  such  restriction  from  a serious  threat  to  health 
or  safety.  This  finding  shall  be  made  on  an  annual  basis  and  shall  include 
the  number  of  clients  requiring  protection,  the  nature  of  the  risk  faced  by 
these  clients,  and  the  appropriateness  of  placement  for  all  clients 
affected  by  these  restrictions.  A copy  of  this  finding  shall  be  sent  to  the 
Human  Rights  Committee  and  the  need  for  such  a restriction  noted  in  the 
client's  record. 

1.  Where  a client  is  found  by  the  head  of  the  program  to  need  such  a 
restriction,  a program  shall  be  promptly  developed  in  the  client's 
individual  service  plan  to  reduce  or  eliminate  the  behavior 
necessitating  the  restriction. 

2.  All  clients  who  are  affected  by  the  restriction,  but  do  not 
themselves  need  such  a restriction,  shall  be  permitted  free  egress  to 
the  maximum  extent  possible,  in  accordance  with  the  policies  to  be 
developed  by  the  program. 

(2)  Mechanical  Restraint 

(a)  Mechanical  restraint  shall  not  be  employed  except  as  permitted  in 
divisions  1.  and  2.  below.  For  the  purpose  of  this  subsection,  mechanical 
restraint  shall  mean  any  device,  instrument,  or  physical  object  used  to 
confine  or  otherwise  limit  a client's  freedom  of  movement  except  when 
necessary  for  orthopedic,  surgical,  and  other  similar  medical  treatment 
purposes;  or  when  used  as  a supportive  or  protective  device,  as  defined  in 
104  CMR  20.08(5). 

1.  Mitts  may  be  used  in  all  programs  provided  they  are  used  in 
accordance  with  the  requirements  of  104  CMR  10.08(2)(a-j). 
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2.  Other  forms  of  mechanical  restraint  shall  not  be  employed  by 
programs  under  contract  with  or  subject  to  licensure  by  the 
Department.  In  programs  operated  by  the  Department,  such 
mechanical  restraint  may  be  used  only  in  accordance  with  the 
requirements  of  104  CMR  10.08(2)(a-j). 

(b)  Mitts  or  other  mechanical  restraints  may  be  used  only  in  an  emergency 
situation  to  reduce  or  eliminate  an  episode  or  substantial  risk  of  serious 
physical  assault  or  serious  self-destructive  behavior. 

(c)  Mitts  or  other  mechanical  restraints  shall  be  selected  and  employed  to 
allow  the  client  the  greatest  possible  comfort  and  to  avoid  injury  and 
mental  distress. 

(d)  Mitts  or  other  mechanical  restraints  shall  be  used  only  after  the 
documented  failure  of  less  restrictive  alternatives  and  only  as  long  as 
there  remains  a substantial  risk  of  serious  assault  or  serious 
self-destructive  behavior.  The  need  for  continuing  the  restraint  and  the 
condition  of  the  client  shall  be  assessed  at  least  every  15  minutes.  This 
check  shall  be  noted  in  the  client's  record. 

(e)  Mitts  or  other  mechanical  restraints  shall  not  be  used  without  the  prior 
written  authorization  of  a designated  physician,  the  head  of  the  program, 
or  a person  designated  to  act  in  that  capacity  when  the  head  of  the 
program  in  unavailable. 

(f)  An  authorization  for  mitts  or  other  mechanical  restraints  shall  be 
effective  only  as  long  as  necessary,  up  to  a maximum  of  four  hours,  and 
for  a single  application  of  the  restraint. 

(g)  All  authorizaions  for  and  documentation  of  the  use  of  mitts  or  other 
mechanical  restraints  shall  be  noted  in  the  client's  record  and  a copy  sent 
promptly  to  the  Human  Rights  Committee. 

(h)  Mitts  or  other  mechanical  restraints  shall  be  checked  at  least  every  15 
minutes  for  comfort,  body  alignment,  circulation,  and  the  need  for 
continuing  the  restraint  by  staff  trained  in  the  use  of  restraints.  An 
opportunity  for  movement  shall  be  provided  at  least  10  minutes  out  of 
every  two  hours  of  restraint,  these  checks  shall  be  noted  in  the  client's 
record. 

1.  If  the  client  remains  asleep  during  the  normal  sleeping  period, 
safety  checks  may  be  made  visually,  provided  that  there  is  no 
question  of  comfort,  body  alignment,  or  circulation.  Notation  of 
such  checks  shall  be  entered  into  the  client's  record. 

2.  If  the  client  remains  asleep  during  the  nonnal  sleeping  period,  the 
client  need  not  be  awakened  for  opportunities  for  movement, 
provided  that  there  is  no  question  of  comfort,  body  alignment  or 
circulation. 
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(i)  Where  the  behavior  necessitating  the  use  of  mitts  or  other  mechanical 
restraint  recurs  beyond  the  first  24-hour  period  more  than  once  within  a 
week,  or  two  times  within  a month,  a plan  shall  be  promptly  developed  to 
systematically  respond  to  the  behavior  and  to  reduce  the  likelihood  of  its 
recurrence. 

1.  Such  a plan  shall  be  included  in  the  client's  individual  service  plan 
and  shall  include  a list  of  less  restrictive  steps  to  be  tried  before 
employing  mitts  or  other  mechanical  restraint.  A copy  of  this  plan 
shall  be  sent  promptly  to  the  Human  Rights  Committee. 

2.  Mitts  or  other  mechanical  devices  used  in  accordance  with  such  a 
plan  shall  meet  the  reguirements  of  authorization,  safety  checks, 
documentation,  and  review  set  forth  in  104  CMR  20.08(2)(a-j). 

(j)  With  the  assistance  of  the  Department,  programs  utilizing  mechanical 
restraint  shall  train  staff  in  the  safe  and  appropriate  use  of  mechanical 
restraint. 

Chemical  Restraint.  Medication  may  be  used  in  an  emergency  situation  to 

reduce  or  eliminate  an  episode  or  substantial  risk  of  serious  physical  assault  or 

serious  self-destructive  behavior  only  in  accordance  with  this  subsection. 

(a)  Chemical  restraint  shall  be  used  only  after  the  documented  failure  of  less 
restrictive  alternatives. 

(b)  Chemical  restraint  shall  not  be  used  without  the  prior  written 
authorization  of  a physician,  where  the  physician  in  physically  unable  to 
reach  the  person  within  five  minutes  and  such  unavailability  is  certified 
on  the  authorization  form,  a single  order  can  be  entered  by  phone; 
provided,  however,  that  such  order  is  confirmed  in  writing  within  24  hours. 

(c)  An  authorization  for  chemical  restraint  shall  be  effective  for  a single 
administration  of  the  medication.  Orders  for  the  use  of  medication  on  an 
as  needed  basis  (PRNs)  to  reduce  or  eliminate  an  episode  or  substantial 
risk  of  serious  physical  assault  or  serious  self-destructive  behavior  shall 
not  be  employed. 

(d)  Each  authorization  for  chemical  restraint  shall  be  noted  in  the  client's 
record  and  a copy  sent  promptly  to  the  Human  Rights  Committee. 

(e)  A notation  shall  be  made  in  the  record  as  to  the  effect  of  the  drug  after  a 
clinically  appropriate  length  of  time,  as  specified  by  a physician,  but  not 
to  exceed  one  hour.  In  community  programs,  these  checks  shall  be  made 
by  staff  trained  in  the  administration  of  medication.  In  programs 
operated  by  the  Department,  the  checks  shall  be  made  by  nursing  staff. 
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(f)  Where  the  behavior  necessitating  chemical  restraint  recurs  beyond  the 
first  24-hour  period  more  than  once  a week  or  two  times  within  a month, 
a plan  shall  be  promptly  developed  to  systematically  respond  to  the 
behavior  and  to  reduce  the  likelihood  of  its  recurrence. 

1.  Such  a plan  shall  be  included  in  the  client's  individual  service  plan 
and  shall  include  a list  of  less  restrictuve  steps  to  be  tried  before 
employing  chemical  restraint.  A copy  of  this  plan  shall  be  promptly 
sent  to  the  Human  Rights  Committee. 

2.  The  use  of  medication  in  accordance  with  such  a plan  shall  meet  the 
requirements  of  authorization,  safety  checks,  documentation  and 
review  set  forth  in  104  CMR  20.08(3)(a-f). 

(4)  Physical  Restraint.  Physical  holding,  involving  a restriction  on  an  individual's 
voluntary  movement,  may  be  used  to  manage  an  episode  or  substantial  risk  of 
serious  physical  assault  or  serious  self-destructive  behavior  only  in  accordance 
with  the  section.  The  firm  but  gentle  holding  of  an  individual  for  less  than  one 
minute  shall  not  be  construed  as  physical  restraint. 

(a)  Such  physical  restraint  shall  involve  the  minimum  amount  of  bodily  force 
necessary  to  manage  the  emergency  and  shall  be  used  only  after  the 
failure  of  less  restrictive  alternatives. 

(b)  As  soon  as  possible,  but  within  four  hours,  a report  shall  be  filed  with  the 
head  of  the  program  or  a designee  which  details  the  client's  behavior,  the 
action  taken,  and  the  person(s)  involved  in  applying  the  restraint.  This 
information  shall  also  be  noted  in  the  client's  record  and  a copy  sent 
immediately  to  the  Human  Rights  Committee. 

(c)  Where  the  behavior  necessitating  the  restraint  recurs  beyond  the  first 
24-hour  period  more  than  once  within  a week  or  two  times  within  a 
month,  a plan  shall  immediately  be  developed  to  respond  to  the  behavior 
in  a systematic  fashion. 

1.  Such  plan  shall  be  included  in  the  client's  individual  service  plan  and 
shall  include  a list  of  less  restrictive  alternatives  to  be  tried  before 
employing  physical  restraint.  A copy  of  this  plan  shall  be  sent 
promptly  to  the  Human  Rights  Committee. 

2.  Physical  restraints  in  accordance  with  this  plan  shall  meet  the 
requirements  of  104  CMR  20.08(4)(a-e). 

(d)  With  the  assistance  of  the  Department,  programs  utilizing  physical 
restraint  shall  train  all  staff  in  safe  and  appropriate  holding  techniques. 

(e)  The  use  of  physical  restraint  by  staff  trained  in  safe  and  appropriate 
holding  techniques  shall  be  considered  the  least  restrictive  form  of 
restraint  to  be  used  whenever  possible  in  emergency  situations. 
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[5)  Supportive  and  Protective  Devices.  Supportive  and  protective  devices  may  only 
be  used  in  normative  situations  to  achieve  proper  bodily  position  and  balance  or 
to  permit  the  client  to  actively  participate  in  ongoing  activities  without  the 
risk  of  physical  harm.  Such  devices  include,  but  are  not  limited  to, 
orthopedically  prescribed  applicances,  surgical  dressings  and  gandages, 
protective  helmets,  supportive  body  bands,  and  physical  holding  in  a firm  but 
gentle  manner.  When  used  in  accordance  with  the  subsection,  these  devices 
shall  not  be  considered  a type  of  restraint. 

(a)  Such  devices  shall  be  authorized  in  the  client's  individual  service  plan  as 
the  least  restrictive  means  of  achieving  a therapeutic  objective.  The 
service  plan  shall  specify  the  intervention  to  be  used,  the  frequency  and 
duration  of  use,  and  indications  for  use  and  discontinuance. 

(b)  Such  devices  shall  be  designed  and  applied: 

1.  With  the  authorization  and  supervision  of  a qualified  professional 
designated  in  the  individual  service  plan; 

2.  In  accordance  with  the  principles  of  good  body  alignment,  concern 
for  circulation,  and  allowance  for  change  of  position; 

3.  In  accordance  with  safety  checks  and  opportunities  for  exercise  as 
specified  in  the  client's  individual  service  plan;  and 

4.  With  documentation  as  to  the  frequency  and  duration  of  use,  safety 
checks,  and  opportunities  for  exercise. 

(6)  Documentation.  All  use  of  restraints,  whether  mechanical,  chemical,  or 
physical,  shall  be  noted  in  the  client's  record.  This  notation  shall  include: 

(a)  a description  of  the  nature  of  the  restraint; 

(b)  a description  of  the  reason  for  the  restraint,  including  the  behavior  at  the 
onset  of  the  restraint; 

(c)  the  types  of  less  restrictive  alternatives  which  were  tried; 

(d)  the  person(s)  authorizing  the  restraint; 

(e)  the  person(s)  applying  the  restraint; 

(f)  the  time  or  times  the  restraint  was  administered; 

(g)  the  duration  of  the  restraint; 

(h)  the  checks  made  to  ensure  the  safety  of  the  client  and  to  assess  the 
continuing  need  for  the  restraint; 

(i)  documentation  of  Human  Rights  Committee  review  of  the  use  of  the 
restraint; 
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(j)  documentation  of  monthly  restraint  reporting  to  the  Department  and 
Human  Rights  Committee;  and 

(k)  notations  of  opportunities  for  exercise,  including  the  times  and  the  person 
monitoring  the  check. 

(7)  Review  and  Monitoring.  The  head  of  the  program  shall  submit  a monthly  report 
to  the  Department  and  the  Human  Rights  Committee  containing  the 
information  required  in  104  CMR  20.08(6); 

(a)  A copy  of  this  report  shall  be  kept  on  file  at  the  program. 

(b)  The  Human  Rights  Committee  of  the  program,  as  defined  in  104  CMR 
20.14,  shall  review  the  use  of  all  restraints.  The  committee  shall  have  the 
authority  to: 

1.  review  all  pertinent  data  concerning  the  behavior  which 
necessitated  restraint; 

2.  obtain  information  about  the  client's  needs  from  appropriate  staff, 
relatives  and  other  persons  with  direct  contact  or  special  knowledge 
of  the  client; 

3.  consider  all  less  restrictive  alternatives  to  restraint  in  meeting  the 
client's  needs; 

4.  recommend  a program,  where  appropriate,  to  modify  the  undesired 
behavior,  in  accordance  with  any  procedural  protections  covering 
the  use  of  aversive  or  deprivation  procedures;  and 

5.  investigate  all  complaints  that  the  rights  of  a client  are  being 
abridged  or  threatened  by  the  use  of  restraint  and  generally 
supervise  and  monitor  the  use  of  restraint  in  the  program. 

(c)  The  monthly  report  shall  be  reviewed  by  a designee  of  the  Commissioner 
of  Mental  Health  to  determine  whether  there  is  an  inappropriate  reliance 
on  the  use  of  restraint.  Such  designee  shall  make  recommendations 
concerning  necessary  technical  assistance  or  modification  of  the  program 
to  the  head  of  the  program  and  the  appropriate  Regional  Services 
Administrator(s). 
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20.09  Medication. 

(1)  The  use  of  drugs  by  programs  subject  to  104  CMR  20.03-20.14  to  control  or 
modify  behavior  is  prohibited  except  as  provided  in  this  section  or  in  104  CMR 
20.08(3)  concerning  chemical  restraints. 

(2)  Medication  shall  not  be  used  by  programs  subject  to  20.03-20.14  as  punishment, 
or  in  quantities  that  interfere  with  the  client's  rehabilitation. 

(3)  Medication  shall  not  be  used  by  programs  subject  to  104  CMR  20.03-20.14  for 
the  convenience  of  staff  or  as  a substitute  for  programming. 

(4)  No  drug  shall  be  administered  by  programs  subject  to  104  CMR  20.03-20.14  for 
the  purpose  of  controlling  or  modifying  behavior  except; 

(a)  in  accordance  with  the  provisions  of  104  CMR  20.08(3)  regarding 
emergency  chemical  restraint;  or 

(b)  in  accordance  with  the  recommendations  of  an  individual  service  plan 
containing  at  least  the  following  information; 

1.  a description  of  the  behavior  to  be  controlled  or  modified; 

2.  appropriate  data  concerning  the  target  behavior  prior  to 

intervention  with  the  proposed  drug  therapy,  phrased  in  objective 

terms,  which  shall  constitute  a basis  from  which  the  client's  clinical 
course  is  evaluated; 

3.  information  relating  to  common  risks  and  side  effects  of  the 

medication,  the  procedures  to  be  taken  to  minimize  such  risks,  and 
an  description  of  any  clinical  indications  that  might  require 

suspension  or  termination  of  the  drug  therapy. 

(5)  Medication  shall  be  administered  only  by  persons  authorized  to  do  so  by  law,  in 
accordance  with  the  written  prescription  of  a physician.  All  prescriptions  shall 
be  written  in  accordance  with  MGL  c.  94C. 

(6)  Notation  of  the  medication,  dosage,  and  frequency  of  administration  shall  be 
entered  into  the  client's  record.  The  benefits  and  harmful  effects  of  the 
medication  shall  be  recorded  whenever  new  types  or  dosages  of  medication  are 
prescribed,  or  whenever  there  is  a change  in  the  effect  of  a prescribed  drug. 
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FOOTNOTES 

(14)  ygpg  DeMarco,  Maryann  Murphy,  and  Leigh  □.  Tuttle,  Behavior 
Modification,  Principles  and  Practices  (Somerville,  MA:  Walnut  Street  Center,  1978). 

Ibid. 

Ibid. 

Karyn  Dione,  Training  Manual  for  Respite  Workers,  (Newton,  MA: 
Massachusetts  Department  of  Mental  Health,  Region  IV  S). 

(^^)  Elaine  Hill  and  Barbara  Feinman,  Specialized  Home  Care  Guidelines 
(Boston:  Massachusetts  Department  of  Mental  Retardation,  Office  of  Community 
Programs  and  Services,  1980). 
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TRAINER  FACT  SHEET 

SUGGESTED  GUEST  SPEAKERS;  Speech  therapist,  or  person  skilled  in 

communications  techniques  and  applications. 

PURPOSE;  This  section  discusses  the  process  of  conveying  and  receiving  messages, 
and  offers  practical  suggestions  for  communicating  effectively  with  hearing  or 
speech-impaired  individuals. 

OBJECTIVES;  Upon  completion  of  this  section,  participants  should  be  able  to; 

• define  and  give  examples  of  expressive  and  receptive  language; 

0 discuss  the  application  and  benefits  of  gesturing,  self -talk  and  parallel  talk; 

0 discuss  types  of  non-speech  systems  and  their  applications; 

0 demonstrate  a sensitivity  to  the  frustrations  and  capabilities  of 

communicatively  handicapped  individuals. 
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A.  INTRODUCTION 

This  section  is  designed  to  expand  your  understanding  of  the  communication 
process  and  to  sensitize  you  to  the  emotional  and  practical  effects  experienced  by 
communicatively  handicapped  individuals. 

In  addition  to  new  insights,  you  will  learn  about  verbal  and  non-verbal 
techniques  for  facilitating  communication  between  yourself  and  the  client. 
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3.  COMMUNICATION  SKILLS  FO,^  PROVOERS 

Communication  is  the  process  of  sending  and  receiving  verbal  and  non-verbal 
messages  which  convey  and  make  understood  our  thoughts,  emotions,  desires,  etc. 

EXPRESSIVE  LANGUAGE:  Sending  messages,  usually  takes  place  simultaneously  on 
two  levels; 

• Body  language  is  defined  as  the  non-verbal  indicator  of  the  message.  Much  of 
the  information  we  convey  is  expressed  through  non-verbal  means: 

Facial  expression  and  eye  contact 
Gestures  and,  occasionally,  pantomime 

Touch  is  one  of  the  most  fundamental  channels  of  communication.  Touch 
can  convey  feelings  toward  the  person  to  whom  you  are  communicating 
(such  as  praise  or  comfort).  It  also  can  assist  the  listener  in  focusing  in  on 
the  speaker  and  the  speaker’s  message. 

• Words  of  our  language  are  the  verbal  indicators  of  the  message. 

RECEPTIVE  LANGUAGE:  Receiving  and  understanding  messages  usually  occurs  on 
the  non-verbal  and  verbal  levels  as  well. 

It  is  important  to  make  use  of  the  "total  communication"  approach  when 
interacting  with  individuals  who  have  communication  difficulties.  This  approach  is 
effective  because  the  entire  person  participates  in  the  act  of  communicating.  Both 
the  verbal  and  non-verbal  elements  of  our  language  combine  to  clarify  and 
strengthen  the  understanding  and  expression  of  the  message,  much  more  so  than  if 
we  use  only  verbal  or  non-verbal  means  of  communication. 
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CONVEYING  YOUR  MESSAGE: 

With  communicatively  handicapped  individuals,  expressing  yourself  by  words 
alone  may  not  be  enough.  Many  communicatively  handicapped  people  can  benefit 
from  visual  cues  you  can  provide  to  reinforce  what  you  are  saying.  In  some  cases, 
! your  entire  message  will  be  understood  not  so  much  by  what  you  say,  as  what  you  do 
I as  you  speak.  It  is  important  to  remember  that  many  individuals  need  all  the  help 
you  can  give  them  so  they  can  understand  you.  Even  the  simplest  messages  to  us 
j may  be  difficult  for  others. 

I HELPFUL  HINTS: 

i 

j 1.  Use  meaningful  gestures  as  you  speak  to  clarify  your  messages. 

I 

Examples: 

As  you  say  "Drink  your  milk",  pretend  to  lift  a cup  to  your  mouth. 

As  you  are  instructing  a person  to  "Brush  your  teeth",  pretend  to 
brush  your  own  teeth  with  your  index  finger. 

2.  If  your  client  does  not  appear  to  understand  your  message,  even  with 
pantomime  or  gesturing,  then  physically  assist  him  — this  is  especially 
important  when  you  are  asking  him  to  do  something. 

3.  Allow  the  individual  a chance  to  perform  whatever  you  ask  as 
independently  as  possible  before  you  begin  to  assist  — a skill  cannot 
develop  when  others  anticioate  the  person's  needs. 

4.  Make  sure  that  you  have  the  listener's  attention:  a gentle  touch  to  the 
cheek  to  turn  a person's  head  (and  line  of  regard)  toward  you  is  usually 
sufficient.  Occasionally,  you  might  have  to  move  yourself  into  the 
person's  visual  field  before  you  start  to  speak. 

5.  Always  talk  while  you  are  gesturing,  because: 

• the  tone  of  your  voice  and  your  facial  expressions  are  most 
likely  to  bring  additional  non-verbal  indicators  of  your 
messages; 

• you  cannot  be  sure  to  what  extent  the  client  is  relying  on  your 
words  to  pick  up  your  meaning,  but  give  him  every  opportunity 
to  use  his  verbal  understanding  as  well; 

• by  speaking  and  gesturing  at  the  same  time,  you  allow 
excellent  opportunities  for  meaning  to  be  transferred  from  the 
gestures  you  are  using  to  the  words  you  are  saying. 
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6.  Tell  the  people  in  your  care  what  they  are  doing  at  the  very  moment  they 
are  doing  something  (parallel  talk).  The  use  of  parallel  talk  assists  the 
person  in  developing,  first  an  awareness,  and  later  understanding  of  the 
words  we  use  to  describe  objects  and  actions  in  the  environment.  Using 
this  procedure  enriches  the  individual's  environment  by  bringing  the  added 
dimension  of  language  into  play. 

Examples; 

As  your  client  is  eating  lunch,  you  can  say;  "You're  eating  your  sandwich 
now,  aren't  you,  Sally;  I bet  it  tastes  good!" 

As  your  client  is  washing  his  hands,  you  can  say;  "That's  right,  George, 
get  the  soap  all  over  your  hands." 

7.  Tell  the  person  with  whom  you  are  working  what  you  are  doing  at  the  very 
moment  you  are  doing  something  (self  talk).  As  with  parallel  talk,  self 
talk  helps  to  create  an  awareness  of  how  language  is  attached  to  the 
environment.  Later,  we  hope  that  the  person's  understanding  of  the  words 
we  use  will  be  developed  or  increased. 

Examples; 

As  you  clear  the  table  after  eating,  you  could  say;  "I'm  clearing  the  table 
now,  John." 

As  you  help  your  client  into  bed,  you  could  say;  "Let  me  pull  the  blanket 
over  you  now,  Mary." 
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C.  LEARNING  TO  UNDERSTAND  OTHERS 


Many  communicatively  impaired  individuals  have  difficulty  making  themselves 
understood  to  most  of  us.  Individual  skills  vary  considerably.  A person’s  message 
may  not  be  understood  because: 

• expressive  language  skills  are  not  sufficient  to  convey  the  message; 

• language  vocabulary  is  adequate  for  communication,  but  expression  is  limited 
by  problems  in  the  vocal  mechaism  or  the  oral  muscles,  so  his  speech  sounds 
distorted. 


Here  are  some  approaches  to  try  when  you  cannot  understand  someone's 
attempts  at  communicating: 


• Show  interest  in  what  the  person  is  trying  to  say  or  indicate,  even  if  you  cannot 
immediately  understand  the  message.  This  will  encourage  the  individual  to 
keep  trying  and  the  message  may  become  clearer.  It  may  also  help  the 
individual  to  view  communication  as  a rewarding  experience  as  well  as  show 
him  that  communication  gains  attention,  obtains  assistance,  etc. 


» If  the  person  is  attempting  to  speak,  listen  very  carefully  for  sounds  that  might 
be  "word-like".  Try  to  understand  what  you  think  the  word  might  be  . . . then, 
express  the  thought  you  think  the  person  is  trying  to  convey  back  to  him. 


Example: 

If  the  person  says  something  like  "blu-des",  you  listen  carefully  and  say  back  to 
her:  "blue  dress?"  If  the  person  seems  to  indicate  that  this  is  correct,  then  you 
can  say:  "Do  you  want  to  wear  your  blue  dress?"  This  particular  procedure 
works  well  with  people  who  have  slurred  speech.  You'll  become  accustomed  to 
their  speech  after  a period  of  time. 

• In  cases  where  a person's  speech  doesn't  contain  any  sounds  that  resemble 
words,  or  when  the  person  may  be  completely  non-verbal,  ask  him  to  "show"  you 
what  it  is  that  he  is  saying,  or  ask  him  if  he  can  act  out  what  he  wants  to  say. 
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D.  NON-VERBAL  COMMUNICATION 


SIGN  LANGUAGE; 

Individuals  who  are  unable  to  use  speech  effectively  but  are  able  to  use  their 
hands  are  often  taught  to  use  sign  language,  either  to  carry  the  whole  message  or  to 
back  up  their  verbal  system.  The  use  of  sign  language  does  not  necessarily  imply 
that  a person  has  a hearing  loss,  especially  with  communicatively  handicapped 
people.  A person  may  be  verbal  or  non-verbal,  but  the  use  of  sign  language  in 
conjunction  with  verbalization  can  significantly  strenthen  vocalizations  and/or 
verbalizations  skills. 

If  you  will  be  working  with  people  who  use  sign  language,  you  should  attempt  to 
develop  some  basic  signing  skills. 

There  are  two  excellent  beginner  texts  which  are  relatively  inexpensive  to 
purchase  and  are  also  available  at  many  public  libraries;  A Basic  Course  in  Manual 
Communication  published  by  the  National  Association  of  the  Deaf,  and  Joy  of 
Signing  by  Lotte  Riekehof. 

You  might  also  consider  attending  a course  in  beginning  sign  language  offered 
through  community  schools,  colleges,  or  adult  education  programs.  Call  the 
ivlassachusetts  Office  of  Deafness  for  more  information. 

OTHER  NON-SPEECH  SYSTEMS; 

In  a few  cases  the  person  you  are  caring  for  may  not  be  able  to  speak  clearly  or 
use  his  hands  for  sign  language.  People  who  cannot  use  traditional  verbal  or  sign 
language  must  rely  on  "alternative"  or  "augmentative  non-speech  communication 
systems".  These  systems  are  designed  and  taught  by  speech-language  pathologists  to 
assist  communicatively  handicapped  individuals  to  make  use  of  whatever  existing 
voluntary  movements  they  might  have  to  operate  a communications  system.  For 
example,  a person  may  be  able  to  look  toward  a picture  in  a group  of  pictures  to 
select  the  picture  which  best  conveys  his  message,  or  use  a headpointer  (a  rod 
attached  to  a helmet-like  piece  of  head  gear)  to  touch  pictures  or  words  or  symbols 
which  convey  messages,  or  open  his  mouth,  blink  an  eye,  jerk  a knee,  or  perform 
another  similar  voluntary  movement  that  can  operate  a switch  which  in  turn 
operates  a device  that  can  scan  and  select  pictures,  words  or  symbols. 

These  systems  are  designed  to  be  used  and  understood  easily,  so  you  should  not 
have  difficulty  adjusting  or  "tuning  in"  to  your  client's  system. 
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Remember,  though,  to  allow  the  individual  ample  time  to  use  his  system;  his 
I physical  condition  may  slow  his  response  time  considerably. 

GENERAL  GUIDELINES: 

Sometimes  we  have  more  difficulty  understanding  individuals  with 
^ communication  handicaps  than  do  those  who  are  most  familiar  with  them.  It  is 
: probably  beneficial  to  ask  for  help  from  a parent,  sibling  or  friend  of  your  client  if 

! you  are  having  trouble  understanding.  However,  you  should  not  resort  to  seeking 

'j 

' help  until  you  have  given  it  a good  try  by  yourself. 

If  you  have  tried  all  of  these  suggestions  and  still  cannot  understand  the 
message,  you  should  tell  your  client  that  you  do  not  understand  him.  Don’t  try  to 

I 

make  believe  you  understand  someone  when  you  really  have  no  idea  what  it  is  that 
he  is  trying  to  communicate.  You  may  be  completely  off  the  mark  and  your 
attempts  to  convince  the  person  that  you  understand  can  be  upsetting  to  him  and 
can  jeopardize  your  relationship. 
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EXERCISE 


NON-VERBAL  COMMUNICATION 


PURPOSE: 

The  purpose  of  this  exercise  is  to  explore  the  use  of  a communication  board  in 
trying  to  convey  messages  to  a partner.  Within  the  limited  space,  you  need  to 
display  as  much  of  your  vocabulary  as  possible  so  that  you  can  effectively 
communicate  your  wants  and  needs. 

NARRATIVE: 

1.  Make  a communication  board  utilizing  the  attached  sheet.  (Use  pictures, 
symbols,  words,  etc.) 

2.  Now,  try  to  communicate  to  your  neighbor  a particular  thought  using  only  the  | 

1 

communication  board. 

f- 

3.  Discuss  the  issues  and  problems  associated  with  the  system  and  your  feelings. 

MATERIALS: 
magazines 
scissors 
markers 
crayons 
glue  and  tape 

Providers  can  use  any  of  these  materials  to  make  their  boards.  Words 
identifying  the  pictures  should  also  be  used  in  conjunction  with  the  pictures. 


COMMUNICATION  BOARD 

HANDOUT 

. 

. 

l 
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E.  SUMMARY 

We  have  explored  the  dymanics  of  communication  and  attempted  to  understam 
the  experience  of  being  communicatively  handicapped. 

We  have  introduced  some  basic  principles  to  assist  you  in  transmitting  an< 
receiving  messages  and  discussed  alternatives  to  conventional  speech  systems. 

Hopefully,  these  insights  have  impressed  upon  you  the  value  of  patience  an( 
sensitivity  as  you  interact  with  your  clients. 
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SECTION  4:  MOVEMENT 
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TRAINER  FACT  SHEET 

SUGGESTED  GUEST  SPEAKERS;  Special  physical  educator  or  physical  therapist. 

! 

! PURPOSE;  This  section  focuses  on  motor  development  and  methods  for  facilitating 
and  increasing  motor  skills  in  a physically  disabled  person. 

OBJECTIVES;  Upon  completion  of  this  section,  participants  should  be  able  to 

• describe  and  give  examples  of  gross  and  fine  motor  movements; 

• describe  the  four  stages  in  learning  a motor  skill  and  present  potential 
"roadblocks"  for  each; 

• discuss  the  value  and  principles  of  proper  positioning; 

• define  adaptive  equipment  and  give  examples; 


• construct  basic  adaptive  ADL  equipment. 
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A.  INTRODUCTION 


This  section  will  offer  you  a basic  understanding  of  the  development  of  motor 
skills  and  the  impact  certain  developmental  disabilities  can  have  on  even  the 
simplest  daily  living  activities. 

You  will  probably  encounter  a wide  variety  of  motor  impairments  in  your  work 
with  developmentally  disabled  individuals.  The  information  we  discuss  here  will  be 
indispensable  as  you  work  toward  helping  the  individual  overcome  or  compensate  for 
motor  impairments. 

You  will  learn  the  value  and  principles  of  proper  positioning  and  acquire 
essential  skills  in  improvising  adaptive  equipment  to  help  the  individual  become 
more  independent. 
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a.  MOVEMENT  AND  LEARNING 


MOTOR  DEVELOPMENT: 

Motor  development  refers  to  the  growth  of  voluntary  muscle  or  body 
movements.  In  caring  for  infants  or  severely  handicapped  persons,  it  is  important  to 
know  the  normal  sequence  of  motor  development  in  order  to  teach  new  skills. 

There  are  five  basic  principles  to  keep  in  mind: 

1.  Development  begins  at  the  head  and  moves  toward  the  feet.  The  infant 
gains  control  to  lift  his  head,  then  his  shoulders  and  arms,  then  his 
stomach,  hips  and  legs. 

2.  Muscles  which  are  closest  to  the  trunk  of  the  body  develop  before  muscles 
farther  from  the  trunk. 

3.  "Gross",  or  major  body  movements  develop  before  "fine  body"  movements. 

4.  Arm  and  leg  muscles  develop  first  at  joints  nearest  the  center  of  the 
body.  Then  muscles  of  joints  farthest  from  the  center  of  the  body  develop. 

5.  Flexion  (movements  toward  the  trunk  of  the  body)  develop  before 
extension  (movements  away  from  the  body). 

GROSS  MOTOR  MOVEMENT: 

The  movements  of  large  muscles,  or  gross  motor  movements,  develop  in  a 
predictable  fashion.  That  is,  we  all  see  the  infant  raising  his  head  to  look  around, 
then  rolling  over  and  pushing  up  on  elbows  before  sitting.  The  baby  usually  crawls  or 
creeps  and  pulls  up  to  a kneeling  position,  then  stands  before  walking. 
Developmentally  disabled  or  physically  handicapped  people  may  not  go  through  this 
sequence  in  the  year  and  a half  it  usually  takes  the  normal  infant.  Or,  they  may  skip 
stages  because  of  their  physical  or  neurological  disability. 

FINE  MOTOR  MOVEMENT: 

Fine  motor  movements  are  the  coordinated  movements  of  arms,  hands,  and 
fingers.  When  a person  reaches  for,  grasps,  manipulates  or  controls  an  object  and 
then  releases  that  object,  he  is  using  fine  motor  abilities. 
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DEVELOPMENT  OF  A FINE  MOTO.^  SKILL: 

j You  will  probably  have  nnore  opportunities  to  teach  fine  nnotor  skills  in 

everyday  activities  with  your  client. 

j Example:  Manipulation  --  In  learning  to  manipulate  objects,  the  person 

normally  learns  movement  patterns  in  the  following  sequence: 

1.  Reaching  to  midline  - hand-to-mouth  movements;  holding  with  both 
hands  at  chestline. 

2.  Moving  objects  from  one  hand  to  another  (transferring). 

3.  Doing  different  or  coordinated  activities  with  each  hand,  i.e., 
clapping,  stacking  dishes,  taking  a toy  apart. 

4.  Having  a preferred  hand  for  doing  complex  tasks  such  as  eating  with 
a fork,  writing,  throwing  a ball. 

Again,  your  client  may  develop  these  skills  slowly,  or  may  not  develop  higher 
skills  at  all  because  of  a physical  problem. 
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C.  STAGES  IN  LEARNING  A MOTOR  SKILL 


It  is  a common  misconception  that  "learning"  occurs  only  on  a conscious  level 
(i.e.,  academic  learning).  There  are  several  types  of  learning,  among  them  motor 
learning  which  takes  place  on  a subconscious  level.  Motor  learning  is  actually  a 
combination  of  sensory  input,  motor  action,  and  sensory  feedback.  There  are  four 
general  steps  in  sensorimotor  integration: 

STEP  1:  PERCEIVE  TASK 

The  ability  to  carry  out  any  action  begins  with  perceiving  the  task.  This 
involves  knowing  what  you  want  to  accomplish,  attending  to  the  task  and,  more 
specifically,  using  "selective  attention".  Selective  attention  means  being  able  to 
focus  on  information  from  the  environment  necessary  to  complete  the  action  while 
ignoring  everything  else.  For  example,  in  picking  up  a glass  to  drink,  you  need  to 
know  how  full  the  glass  is,  or  how  big  it  is,  in  order  to  plan  the  movement 
effectively.  The  color  of  the  glass  or  the  radio  playing  in  the  next  room  have 
nothing  to  do  with  the  action  so  you  ignore  them  in  reference  to  the  action  of 
picking  up  the  glass. 

Roadblocks  to  Step  It 

An  individual  with  deficiencies  affecting  one  or  more  senses  (i.e.,  sight, 
hearing)  may  have  difficulty  perceiving  the  task  simply  because  he  can't  gather 
enough  information  through  his  other  senses. 

Individuals  who  have  problems  with  attention  will  also  have  difficulty  at  this 
stage.  There  are  two  main  types  of  attention  problems; 

• Too  little  attention  is  evidenced  by  an  individual  who  is  very  passive  and  seems 
to  have  no  interest  in  his  surroundings.  These  people  need  a great  deal  of 
stimulation  to  get  their  attention.  Often,  these  individuals  are  "floppy"  and 
show  very  little  movement  on  their  own. 
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ji  Too  much  attention  is  demonstrated  by  the  so-called  "hyperactive"  individual, 

j He  has  difficulty  filtering  out  important  information.  All  stimuli  seem  to  have 

the  same  importance,  and  he  is  distracted  by  everything.  These  individuals  also 
tend  to  be  very  active  physically,  since  they  cannot  focus  and  direct  their 
moveinents. 

i 

ISTEP  2;  INTERPRET  THE  INFORMATION 

Once  information  is  gathered,  the  brain  needs  to  "make  sense  of  it",  and  then 
decide  what  to  do  to  accomplish  the  task.  This  is  called  formulating  the  motor 
plan.  Essentially,  the  motor  plan  is  the  mental  image  of  the  movement,  or  action 
plan.  The  motor  plan  is  based  on  something  called  knowledge  of  results,  i.e.,  by 
knowing  the  outcome  in  advance,  you  can  plan  the  movement  to  fit  the  outcome. 
For  example,  in  drinking  from  a glass,  you  know  that  you  need  to  lift  the  glass  to 
your  mouth,  and  that  you  need  to  lift  it  a certain  way  in  order  not  to  spill  the 
contents. 

Roadblocks  to  Step  2; 

As  mentioned  before,  certain  individuals  cannot  filter  out  the  important 
information  needed.  If  the  person  has  focused  on  the  wrong  information  or  has  not 
paid  attention  at  all,  he'll  have  difficulty  working  out  a motor  plan.  For  some 
individuals  with  brain  damage  or  mental  retardation,  the  brain  has  not  developed  the 
ability  to  plan  any  but  the  simplest  movements.  Often,  the  information  coming  in 
through  the  senses  is  correct,  but  the  messages  get  scrambled  in  the  brain. 

STEP  3;  RESPOND 

Once  a movement  has  been  planned,  whether  the  plan  is  correct  or  not,  the  next 
step  is  to  try  it  out  by  making  the  movement.  Normally,  the  person  tries  to 
physically  carry  out  the  movement  he  has  imagined,  matching  the  actual  movement 
with  the  planned  movement. 

Roadblocks  to  Step  3; 

The  major  roadblock  at  this  stage  is  a physical  handicap.  The  person  may  have 
gone  through  steps  1 and  2 normally,  but  he  is  physically  unable  to  carry  out  the 
movement  as  planned. 


STEP  4;  FEEDBACK 

Feedback  is  the  last  step,  which  continues  once  the  nnovement  has  started. 
Feedback  is  the  sensory  information  that  comes  from  doing  the  task.  The  person 
senses  (sees,  hears,  feels,  etc.),  the  results  of  the  action  as  it  takes  place,  and 
corrects  any  movements  that  are  not  on  target.  It  is  much  more  efficient  to  correct 
a movement  in  progress  than  to  wait  until  the  end  and  have  to  go  back  and  repeat 
the  steps. 

Roadblock  to  Step  4; 

Because  feedback  involves  sensory  information,  interpreting  the  information, 
and  the  movement  itself,  anything  mentioned  under  roadblocks  for  steps  1,  2,  or  3 
could  also  affect  the  feedback  process. 

In  an  able-bodied  person,  steps  1-4  take  place  within  a split  second,  and  often 
without  conscious  awareness  unless  the  process  breaks  down  because  of  difficulty 
with  coordinated  movement. 
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D.  THE  PROVIDER  AS  FACILITATOR  OF  MOVEMENT 

PROPER  POSITIONING  AND  PRECAUTIONS: 

The  developnnent  of  normal  movement  patterns  is  based  upon  the  individual's 
progressing  from  one  developmental  step  to  the  next  in  the  proper  seguence  until  all 
of  the  major  steps  have  been  achieved. 

The  developmentally  disabled  individual  develops  abnormal  patterns  that  start 
because  of  the  developmental  disability  and  continue  out  of  habit.  Someone  who  has 
never  experienced  normal  movement  sensations  does  not  recognize  his  own 
movements  as  abnormal,  because  that  is  all  he  knows.  He  ends  up  using  the 
abnormal  patterns  to  accomplish  actions,  and,  as  a result,  reinforces  the  abnormal 
patterns.  Since  abnormal  patterns  interfere  with  normal  development,  it  is 
necessary  to  change  these  patterns  before  they  become  so  ingrained  that  the 
individual  cannot  change. 

One  way  of  changing  or  modifying  abnormal  patterns  is  through  proper 
positioning.  Positioning  can  accomplish  three  major  goals: 


1.  Some  abnormal  movement  patterns  cause  problems  with  breathing, 
swallowing,  and  eating,  which  can  be  helped  with  proper  positioning 
and  therapeutic  intervention.  Also,  people  who  cannot  change 
positions  on  their  own  are  potential  candidates  for  decubitus  ulcers 
(skin  breakdowns,  bedsores  on  areas  of  pressure).  Frequently, 
changing  positions  prevents  this  from  happening. 

2.  Positioning  can  provide  the  individual  with  support  which  his  own 
body  cannot  provide.  For  example,  a floppy  individual  with  poor 
head  and  trunk  control  will  have  difficulty  visually  exploring  the 
environment  because  he  cannot  hold  his  body  stable  enough  to  focus 
his  eyes.  3y  providing  proper  support  for  the  head  and  trunk,  the 
individual  can  look  around. 

3.  Positioning  can  correct  abnormal  patterns  and  prevent  deformities. 

For  example,  if  spasticity  pulls  the  body  into  certain  positions, 
proper  positioning  of  the  body  will  not  only  prevent  deformities,  but 
also  allow  the  person  more  freedom  of  movement. 

There  are  different  positioning  techniques  for  different  disabilities  depending 
on  which  abnormal  movement  patterns  are  present.  Proper  positioning  for  each 
individual  should  be  developed  by  a qualified  therapist  (i.e.,  occupational  or  physical 
therapist). 
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SOME  GENERAL  POINTERS  ON  POSITIONING; 

• Never  force  a person's  body  into  any  position.  It  is  possible  to  tear 
muscles,  damage  joints  and  even  break  bones  by  forcing  movements. 

• If  an  individual  exhibits  abnormal  motor  patterns  that  tend  to  hold  his 
body  in  certain  positions,  the  general  rule  of  thumb  is  to  encourage  some 
movement  which  is  opposite  to  the  abnormal  patterns.  Two  common 
examples  are: 

If  your  client  tends  to  keep  his  head  turned  to  one  side,  you 
encourage  turning  the  head  to  the  other  side,  or  keeping  it  in 
the  middle. 

If  your  client  exhibits  a spastic  scissors  pattern  of  the  legs  (the 
hips  will  be  turned  in,  the  legs  straight  and  pulled  together,  and 
the  toes  pointed),  try  helping  him  straddle  a bolster  or  roll.  The 
hips  need  to  be  turned  out,  legs  apart  and  bent,  and  feet  flat  on 
the  floor. 

• Key  parts  of  the  body  for  support  and  controlling  movement  are  the  head, 
shoulders  and  hips.  Never  try  to  move  a person  by  pulling  on  arms  or  legs. 


FACILITATING  PROPER  MOVEMENT  AND  PRECAUTIONS: 

To  facilitate  means  "to  be  free  from  difficulties  or  obstacles;  to  aid;  to  assist". 
The  most  important  factor  in  facilitating  proper  movement  is  knowing  what  the 
proper  movement  is.  Usually  a therapist  can  determine  this,  and  can  assist  the 
parent  or  you  in  learning  proper  techniques  and  observing  for  proper  movement  so 
tnat  you  can  act  as  facilitator  to  your  client. 

In  helping  a person  to  move,  it  is  essential  that  you  maintain  balance  and 
control  of  your  own  body.  Keep  your  body  close  to  the  client.  If  your  center  of 
gravity  is  next  to  theirs,  you  can  avoid  being  thrown  off  balance  by  a sudden 
movement. 

Again,  use  triqqer  points  (head,  shoulders,  hips,  or  hip  and  shoulder)  to  assist  or 
support  a movement;  never  use  arms  or  legs.  When  in  doubt  about  how  to  help  your 
client,  try  the  movement  yourself  and  notice  how  you  do  it. 

It  is  impossible  for  a person  to  move  a limb  if  he  is  putting  weight  on  it. 
Facilitating  proper  weight  shifting  is  one  of  the  most  important  things  you  can  do  to 
assist  movement.  Make  sure  you  have  helped  your  client  shift  his  weight  before  you 
ask  him  to  move  an  arm  or  leg. 
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Develop  the  attitude  that  every  time  the  individual  moves,  it  is  a movement 
training  session.  This  will  be  the  most  effective  way  of  transferring  abilities  to 
functional  daily  activities. 

THE  USE  OF  PURPOSEFUL  ACTIVITIES: 

Purposeful  activities  are  those  that  have  a definite  purpose  or  function,  such  as 
opening  a door  or  setting  a table.  Often,  by  using  purposeful  activities  to  encourage 
movement,  you  can  take  your  client's  mind  off  the  movement  itself,  and  the 
movement  occurs  more  naturally. 

If  your  client's  movement  system  is  already  damaged,  asking  him  to  perform  a 
specific  movement  places  too  much  stress  on  the  damaged  system  because  he  must 
think  about  the  movement. 

Help  your  client  to  make  the  movement  without  having  to  concentrate  on  it  by 
using  a purposeful  activity  to  focus  his  attention  on  the  activity  rather  than  the 
movement. 

Examples: 

• Instead  of  asking  your  client  to  extend  (straighten)  his  arm,  ask  him  to 
reach  for  a particular  object. 

• Instead  of  asking  him  to  bend  over,  ask  him  to  touch  his  toes. 

• Instead  of  asking  him  to  hold  his  head  up,  place  interesting  objects  high 
enough  so  that  he'll  need  to  hold  his  head  up  to  see  (i.e.,  put  the  TV  up 
high  enough  that  he'll  have  to  lift  his  head  to  see). 

PHYSICAL  THERAPISTS  AND  PHYSICAL  EDUCATORS: 

Physical  and  occupational  therapists  are  highly  trained  in  analyzing  movement 
and  working  with  movement  disorders. 

If  your  client  is  of  school  age,  an  Adaptive  Physical  Educator  should  be  working 
with  him.  Adapted  Physical  Educators  are  also  trained  to  analyze  movement,  and  to 
adapt  activities  that  the  individual  might  otherwise  be  unable  to  participate  in. 

Both  physical  therapists  and  physical  educators  are  usually  willing  to  come  into 
the  home  to  train  parents  and  providers  in  the  proper  techniques  of  handling, 
positioning,  developing  Activities  of  Daily  Living  (ADL)  skills,  and  leisure  time 
activities. 

Don't  be  afraid  to  ask  questions  no  matter  how  minor  they  may  seem  to  you. 
Part  of  a therapist's  job  is  to  train  others  in  how  to  deal  with  a disabled  individual, 
and  how  to  make  your  job  easier  by  providing  technical  assistance. 
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E.  ADAPTIVE  EQUIPMENT 

Adaptive  equipment  is  any  device  that  allows  someone  to  function  more 
independently.  Look  over  the  following  examples  of  adaptive  equipment. 

In  this  session  we  will  focus  on  adaptive  equipment  for  the  developmentally 
disabled  individual.  The  equipment  may  be  similar  to  that  used  by  people  with  other 
kinds  of  disabling  conditions  or  illnesses  such  as  arthritis  or  stroke. 

All  therapeutic  positioning  or  seating  devices  must  be  used  under  the 
supervision  of  a qualified  occupational  or  physical  therapist  as  directed  by  a 
physician. 
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TYPES  OF  ADAPTIVE  EQUIPMENT 

POSITIONING  DEVICES  to  facilitate  and  iTiaintain  proper  positioning,  i.e.,  seating 
systems,  lying  devices,  sitting  equipment. 

MOBILITY  DEVICES; 

• wheelchairs,  adapted  wheelchairs,  mobility  carts  - for  individuals  with 
severe  motor  disabilities. 

• walkers,  canes,  crutches  - supportive  devices  to  assist  individuals  with 
temporary  or  permanent  impairment  of  the  legs  or  feet. 

ENVIRONMENTAL  EQUIPMENT: 

• Ramps;  For  people  in  wheelchairs  and  those  people  who  have  difficulty  with 
stairs. 

• Liqhtswitches;  Can  be  adapted  by  making  the  lever  on  the  switch  bigger,  using 
screws,  etc. 

The  level  switch  can  be  replaced  with  a push  switch;  it  can  be  used  with  the 
head,  palm,  shoulder,  etc. 

Easy-to-make  gadgets  can  be  fitted  over  the  switch  to  lower  it  or  make  it 
easier  to  use. 

• Doors;  Can  be  made  to  open  easily  with  weights,  pulleys  and  rope  setups. 
Sliding  doors  are  easier  for  people  in  wheelchairs  to  use. 

• Doorknobs;  People  with  grasp  problems  have  difficulty  opening  doors. 

Levers  can  be  put  on  doorknobs. 

Make  knobs  bigger  with  tape. 

Replace  knobs  with  commercially  available  lever  handles. 

• vVater  faucets;  Levers  to  replace  faucets  or  foot  controls. 

• Railings:  In  hallways,  bathrooms  and  kitchens,  rails  will  give  support.  They  can 
be  purchased  commercially. 

COMMUNICATION  DEVICES; 

• Language  Boards;  The  individual's  communication  program  should  be  designed 
by  a speech  pathologist.  Language  boards  require  expressive  and  receptive 
abilities.  Magazine  pictures  and  stickperson  drawings  are  examples  of  simple 
materials  that  can  be  used. 


260 


• Electronic  Devices;  The  Tufts  Interactive  Communicator  (TIC),  is  an  example 
of  an  electronic  communication  device.  The  drawbacks  are  that  it  is  expensive 
and  bulky. 

RECREATION  EQUIPMENT; 

• Many  recreational  equipment  problems  can  be  resolved  with  AOL  equipment, 
i.e.,  grasping  devices,  balance  equipment,  etc. 

ACTIVITIES  OF  DAILY  LIVING  (ADL)  EQUIPMENT; 

• Eatinq/Drinkinq  Equipment; 

Utensil  handles  can  be  enlarged  with  tape,  plastic  pipe  connectors,  corks, 
string,  etc. 

Straps  (Velcro,  etc.),  can  hold  utensils  to  the  hand. 

Clips  can  be  made  from  paper  clips  to  hold  straws  in  place. 

Covers  with  holes  in  them  can  be  taped  on  top  of  glasses  to  secure  a straw 
and  prevent  spilling. 

Handles  on  a drinking  container  gives  more  control. 

Holders,  weighted  holders,  suction  cups,  and  cutout  boards  can  hold  bowls 
and  plates  in  place. 

• Dressing  Equipment; 

A "handle"  (string  on  the  zipper)  gives  a better  grasp. 

Replace  zippers  with  Velcro. 

Use  elastic  waisted  pants  without  buttons  or  zippers. 

Use  commercial  buttoning  tools. 

Replace  small  buttons  with  larger  ones. 

Commercial  devices  are  available  to  make  it  easier  to  put  on  socks. 
Loafers  and  other  slip-on  shoes  eliminate  tying  laces. 
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EXERCISE 


MAKING  SIMPLE  AOL  EQUIPMENT 


Exercise  One 

INSTRUCTIONS; 

As  you  describe  the  various  types  of  equipment,  there  are  questions  and 
problems  sprinkled  throughout  to  stimulate  the  participants'  creativity.  Give  them  a 
chance  to  respond,  but  be  prepared  to  demonstrate  how  to  make  the  adaptation. 

1.  Adapted  spoons 

2.  Straws  (Show  paper  straws,  flexible  paper  straws,  tubes,  flexible  tubing,  etc.) 

3.  Cups/glasses 

4.  Glass,  carton  and  bottle  holders 

5.  Types  of  feeding  dishes  and  methods  of  stabilizing  dishes 

6.  Sandwich  holders 

SUGGESTED  MATERIALS: 

The  following  list  is  only  a suggestion  and  by  no  means  is  meant  to  be  all- 
inclusive.  The  purpose  is  to  have  a variety  of  materials  available  in  order  to 
challenge  the  problem-solving  creativity  of  the  people  in  the  training  session.  You 
should  feel  free  to  add  to  your  kit  at  will. 

Rubber  bands,  string,  tennis  balls,  smaller  balls,  5"  plastic  plumbing  pipe 
lengths  (3-4"),  paper  clips,  plastic  drinking  straws,  masking  tape,  velcro, 
tablespoons,  table  forks,  towels,  clay,  empty  tuna  cans,  thread  spools,  hair  brush, 
toothbrushes,  rat  tail  type  comb,  pencils,  socks,  plastic  drinking  glasses,  cereal 
bowls,  scissors,  cardboard,  wooden  spoons,  dowels  of  various  lengths. 
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EXERCISE 


Exercise  Two 

LNSTRUCTIONS: 

1.  Divide  the  group  into  smaller  groups  of  two  to  three  persons. 

2.  Have  people  put  socks  over  their  hands  to  simulate  grasp  problems. 

3.  Tape  pieces  of  cardboard  over  palms,  fingers  and  thumb  to  stimulate  grasp 
problems. 

PROBLEMS; 

• Brush  hair 

• Brush  teeth 

• Drink  from  a glass  or  cup 

• Use  eating  utensils 

4.  Ask  the  group  to  make  equipment  from  your  materials  kit. 

5.  Discuss  difficulties  the  group  encountered  and  their  solutions. 
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F.  SUMivlARY 

This  section  has  provided  you  with  a basic  understanding  of  motor  development 
and  some  practical  guidelines  on  how  to  help  maximize  your  client's  motor  skills 
through  proper  positioning  and  effective  use  of  adaptive  equipment. 

Facilitating  and  developing  movement  skills  will  help  increase  the  disabled 
individual's  independence  and  self-esteem. 
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BASIC  ADAPTIVE  EQUIPMENT  RESOURCE  LIST 


1.  Green  Pages  Rehab  Sourcebook 

P.O.  Box  1586 

Winter  Park,  Florida  USA  32790 
Price:  $15.00 

An  excellent  catalog  of  hundreds  of  sources  for  all  types  of  equipment  and  aids 
for  the  handicapped.  Listings  include  equipment  for  ADL,  recreation,  books, 
clothing,  dressing,  furniture,  etc. 

2.  The  Source  Book  for  the  Disabled 


Glory  A.  Hale,  Editor 

Padlington  Press  Ltd.,  New  York  &.  London 
Available  through  local  book  stores 
Price:  $9.95  (1979  price) 

Includes  everything  from  dressing  to  gardening  and  recreation  to  sexuality. 

3.  How  to  Create  Interiors  for  the  Disabled 


Jane  Randolph  Carey 
Pantheon  Books,  New  York 
Available  through  local  book  stores 
Price:  $5.95  (1979  price) 

An  excellent  illustrated  guide  for  all  types  of  environmental  adaptations  for  the 
disabled. 

4.  Non-Vocal  Communication  Resource  Book 

Gregg  C.  Vanderheiden,  Editor 
University  Park  Press 
223  East  Redwood  Street 
Baltimore,  Maryland  21202 

A very  comprehensive  resource  for  all  types  of  commercial  and  non-commercial 
non-vocal  aids. 

5.  Preston  Catalog 

J.A.  Preston  Corporation 
71  Fifth  Avenue 
New  York,  NY  10003 
800-221-2425 

A variety  of  ADL,  diagnostic  and  therapeutic  equipment. 
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6.  Equipment  Shop 

P.O.  Box  33 
Bedford,  MA  01730 

A variety  of  simple  and  inexpensive  positioning  and  therapy  aids. 

7.  Designing  for  Individual  Needs 

Paul  L.  Arnold 
Media  Resource  Center 

Office  of  Training  and  Resource  Development 
Division  of  Mental  Retardation 
Massachusetts  Department  of  Mental  Health 
1980 

A manual  on  the  design  of  environments,  furnishings  and  materials  for 
individuals  with  developmental  disabilities. 

3.  Qccupational/Physical  Therapy  Departments 

Each  of  the  state  schools  has  occupational  and  physical  therapy  departments 
which  may  be  available  for  helping  out. 
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DEPARTMENT  OF  MENTAL  HEALTH/MENTAL  RETARDATION 


Adaptive  Equipment  Clinic  Directory 


Name 

Alternative  Design 

Adaptive  Design  Services 

Adaptive  Design  Services 

Therapeutic  Equipment 
Center 

Adaptive  Equipment  Clinic 


Address 

Wrentham  State  School 
P.O.  Box  144 
Wrentham,  MA  02093 

Paul  A.  Dever  State  School 
1380  Bay  Street 
Taunton,  MA  02780 

Belchertown  State  School 
One  Dogwood  Circle 
Belchertown,  MA  01007 

Fernald  State  School 
200  Trapelo  Road 
Waltham,  MA  02172 

Hogan  Regional  Center 
Hathorne,  MA  01937 


Telephone 

617-384-3116 


617-824-5881 


617-323-6311 


617-894-3600 


617-774-5000 


Adaptive  Equipment  Services  Monson  Developmental  Center  413-283-3411 

Drawer  "F" 

Palmer,  MA  01069 

Adaptive  Equipment  Galvin  Regional  Center  617-845-9111 

214  Lake  Street 
Shrewsbury,  MA  01545 
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SECTION  5:  RECREATION 
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TRAINER  FACT  SHEET 

SUGGESTED  GUEST  SPEAKERS:  Recreational  specialist  or  person  experienced  in 
recreational  activities  for  disabled  people. 

PURPOSE;  This  portion  of  the  program  will  familiarize  participants  with  various 
types  of  leisure  activities.  It  offers  guidance  on  how  to  create,  select  and  monitor 
activities  approoriate  to  the  developmentaily  disabled  individual's  special  needs  and 
interests. 

OBJECTIVES;  Uoon  completion  of  this  section,  participants  should  be  able  to 

• discuss  the  benefits  of  leisure  and  recreational  activities  for  developmentaily 
disabled  individuals; 

• demonstrate  creativity  in  adapting  recreational/leisure  activities  for 
developmentallv  disabled  individuals; 

• discuss  the  basic  considerations  for  assessing  and  planning  a recreational 
activity; 

• demonstrate  familiarity  with  various  types  of  home  and  community-based 
activities. 
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A.  INTRQOUCTION 

This  section  will  build  upon  the  principles  of  motor  skill  development  we  have 
already  discussed.  We  will  demonstrate  the  effectiveness  of  recreation  and  leisure 
activities  as  natural,  enjoyable  and  constructive  components  of  the  plan  of  care. 

You  will  become  familiar  with  the  various  types  of  leisure  and  recreational 
activities,  and,  by  the  conclusion  of  this  section,  you  should  be  able  to  create,  assess 
and  implement  activities  suited  to  the  individuals'  special  needs  and  interests. 
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B.  CREATING  GAMES 


INSTRUCTIONS: 

Provide  enough  balls  (any  size)  so  each  participant  will  have  at  least  one. 
NARRATIVE; 

You  have  a client  with  limited  ambulation  skills.  (Let  each  participant  define  ' 
what  this  means.)  You  must  now  create  a game  to  play  with  the  balls.  Take  five  ' 
minutes.  When  the  five  minutes  are  up,  you'll  teach  the  class  your  game. 

POINTS  FOR  DISCUSSION; 


• By  being  creative  and  adapting  certain  skills,  the  number  of  activities  a 
provider  can  develop  are  limitless. 

• It  is  important  to  share  your  discoveries  or  modification  of  skills  with  others. 

• Develop  a card  file  of  activities. 
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C.  LEISURE  AND  RECREATIONAL  ACTIVITIES 

Through  play  the  child  develops  physically,  socially,  emotionally,  and  learns 
skills  needed  to  participate  in  the  world  of  people  and  things.  Through  recreation 
and  leisure  activities,  adults  develop  their  self-esteem,  expand  social  supports  and 
friendships,  and  reduce  the  stress  of  daily  living. 

Spontaneous  activities  may  be  limited  in  individuals  with  developmental 
disabilities.  You,  as  provider,  should  be  prepared  to  help  your  clients  learn  how  to 
play.  Teach  your  clients  how  to  play  by  using  a stepwise  approach: 

1.  Introduce  the  client  to  a variety  of  recreational  activities; 

2.  Encourage  the  client  to  seek  out  new  experiences; 

3.  Teach  the  client  how  to  make  choices  from  alternative  activities; 

4.  Teach  the  client  how  to  plan  recreation  and  use  of  free  time. 

TIPS  FOR  PROGRAMivlING  RECREATIONAL  ACTIVITIES 

1.  Become  familiar  with  the  family's  and  client's  routine. 

2.  Learn  the  client's  likes  and  dislikes,  interests  and  preferences  --  ask  for  this 
information  during  the  intake  or  initial  visit  with  the  family. 

3.  Provide  experiences  which  can  serve  as  learning  experiences  for  the  client. 

4.  A high  rate  of  interaction  should  be  maintained  at  all  times,  even  with  little  or 
no  response  from  the  client. 

5.  Involve  the  person  and  the  family  from  the  start.  Attempt  to  do  things  the 

client  wants  to  do  and  which  have  the  support  and  approval  of  the  family  or 

primary  caretaker. 

6.  In  order  to  encourage  success  and  enjoyment  of  the  activity,  goals  should  be 
attainable  by  the  client.  Be  aware  of  the  prerequisite  skills  necessary  for 
certain  leisure  activities  before  requesting  the  client  to  engage  in  activities 
which  may  be  physically  or  intellectually  impossible  for  him. 


278 


7.  Keep  in  mind  the  time  available  and  ability  level  of  the  client  when  working  on 
new  activities. 

8.  It  is  important  that  the  basic  principles  of  normalization  be  considered  when 
developing  activities  for  developmentally  disabled  clients.  (See  Unit  3.) 
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D.  IMPLEMENTING  A PROGRAM 

Some  of  the  basic  considerations  for  assessing  and  planning  a recreation 
program  should  include  the  following: 

ASSESSING  LEISURE  AND  RECREATION  SKILLS: 

Gross  and  Fine  Motor  Skills:  Allow  for  compensations  for  physical/perceptual 

handicaps. 

• Gross  Motor:  Body  identification,  balance,  crawling,  creeping,  dynamic 

balance,  walking,  rolling,  pushing,  pulling,  lifting  and  carrying,  throwing, 
catching,  striking,  climbing,  running,  jumping,  hopping,  kicking 

a Fine  Motor:  Grasping,  block  building,  hammering,  pouring,  drawing,  stringing, 
cutting,  zippering,  buttoning. 

Intellectual:  Assure  that  the  presentation  of  the  task  or  game  is  appropriate  to  the 
client's  intellectual  capabilities.. 

Social:  Determine  the  types  and  numbers  of  people  participating  in  the  task  or 
activity. 

IMPLEMENTING  PROGRAMS: 

Gross  and  Fine  Motor:  Choose  an  activity  that  is  consistent  with  the  client's 

physical  abilities. 

Intellectual:  Choose  an  activity  that  the  client  can  comprehend. 

Social:  Choose  an  activity  that  is  consistent  with  the  client's  ability  and  willingness 
to  interact  with  others. 

THE  PROCESS  OF  THERAPEUTIC  RECREATION: 

• To  develop  leisure/play  values  and  attitudes  by  exposing  clients  to  a broad 
range  of  recreational  activities  and  encouraging  successful  play  behaviors. 

• To  develop  social  interaction  skills  through  participation  in  dyads,  small  or 
large  group  cooperative  play  activities. 

• To  develop  client  leisure  activity  skills  by  providing  activities  that  meet  the 
client's  abilities  and/or  preferences. 

• To  identify  leisure  resources  available  to  clients  at  and  away  from  home  so  that 
the  clients  can  learn  the  appropriate  usage  of  the  facilities,  materials,  and 
resources  available  to  them. 


280 


exercise 


E.  HOME  AND  COMMUNITY-BASED  ACTIVITIES 


PURPOSE; 


Participants  will  gain  experience  using  their  skills  and  imaginations  to  create  a 
program  of  activities  adapted  to  the  abilities  and  interests  of  a disabled  client. 

INSTRUCTIONS: 

Have  the  group  "create"  a client  profile  describing  an  imaginary  client.  Give 
the  client  a name,  age,  living  situation;  describe  the  client's  physical  and  mental 
condition,  any  special  skills  and  interests. 

Then,  on  a flipchart,  list  the  following  headings  and  ask  the  group  to  fill  in 
activities  their  "client"  could  do  at  home  and  out  in  the  community.  Solicit  ideas 
for  each  of  the  appropriate  categories  of  activity. 


Reading 

Writing 

Art 

Music 

Crafts/Hobbies 

Sports/Games 

Travel 

Other 


ACTIVITY 


HOME-BASED 


COMMUNITY-BASED 


♦ * * 


ACTIVITY 


HOME-BASED 
listen  to  records,  radio 
tape  music 
collect  albums,  tapes 
play  an  instrument 


COMMUNITY-BASED 


Music 


attend  concerts 


attend  classes 
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POINTS  FOR  DISCUSSION; 

• Encourage  the  participants  to  make  use  of  home  and  community  resources  with 
which  they  are  already  familiar,  i.e.,  adult  education  classes,  YMCA,  YWCA, 
church  groups,  local  clubs,  etc. 

• Consider  what  preliminary  steps  should  be  taken  before  beginning  the  activity, 
i.e.,  is  public  transportation  available?  Is  it  accessible? 

• Keep  in  mind  the  cost,  availability  and  adaptability  of  any  special  equipment  or 
materials  needed  for  the  activity. 

• Consider  ways  in  which  an  activity  could  be  adapted  to  the  abilities  and 
limitations  of  the  client,  i.e.,  what  musical  instruments  could  be  adapted  to 
accommodate  the  client's  abilities? 
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F.  COMMUNITY  RESOURCES  I 

I 

The  case  manager  and  parents  or  primary  caretaker  usually  will  have  assessed 
the  client's  needs  and  arranged  for  educational,  medical  and  special  training 
services.  However,  there  will  be  times  when  you  need  to  know  about  community 

! 

resources  in  your  area.  You  can  help  your  client  and  the  family  develop  a plan  for  j 
leisure  and  recreational  activities  they  could  share  or  which  the  client  could  do  | 
alone.  By  talking  to  your  area  coordinator,  other  parents  or  staff  of  volunteer  i 
organizations  who  work  with  developmentally  disabled  persons,  you  may  succeed  in  | 
finding  recreational  facilities  that  would  be  comfortable  and  inviting.  In  your  i 
contacts  with  the  community  you  will  be  functioning  as  a community  educator,  i 
helping  them  understand  the  needs  of  developmentally  disabled  people. 

In  assessing  the  facility,  or  recreational  area,  some  questions  to  ask  are: 

• Is  it  accessible  by  public  transportation  and  is  the  public 
transportation  accessible  to  the  client? 

• Are  ramps,  doorways  and  restroom  areas  constructed  for 
wheelchairs? 

• Is  the  staff  experienced  with  and  receptive  to  the  special  needs  of 
developmentally  disabled  individuals? 

Keep  a card  file  on  the  facilities  visited  and  your  client's  experience,  noting 
what  was  good  and  any  difficulties  encountered.  This  information  will  be  of  future 
use  to  you  on  other  assignments  in  the  same  area.  You  can  pool  this  information 
with  other  providers  in  your  area  and  develop  an  extensive  list  of  resources. 
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G.  SUMMARY 

Recreation  and  leisure  activities  are  a natural  and  essential  component  of  an 
individual's  development  in  all  areas  of  skill. 

We  have  looked  at  different  types  of  activities  and  considered  ways  in  which 
you,  as  provider,  can  help  maximize  the  enjoyment  and  therapeutic  effects  of 
leisure  activities  for  your  clients. 

You  are  now  familiar  with  some  of  the  available  recreational  resources  in  the 
community,  and  you  should  feel  comfortable  evaluating  and  utilizing  them.  The 
possibilities  are  limited  only  by  your  own  creativity  and  initiative. 
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TRAINER  FACT  SHEET 

SUGGESTED  GUEST  SPEAKERS;  Vision  or  mobility  specialist. 

PURPOSE;  This  section  is  designed  to  dispel  many  common  misconceptions  about 
blindness  and  the  people  who  live  with  visual  impairments.  Participants  will  become 
familiar  with  the  meaning  and  application  of  common  terms  used  to  describe  loss  of 
vision.  Through  simulation  exercises,  they  will  gain  first-hand  experience  and 
insights  into  working  with  or  assisting  visually  impaired  people. 

OBJECTIVES:  Upon  completion  of  this  section,  participants  should  be  able  to 

• define  and  give  examples  of  visual  acuity  and  visual  perception; 

• define  legal  blindness  and  functional  vision; 

• demonstrate  ability  to  function  comfortably  and  appropriately  with  a visually 
impaired  person. 
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A.  INTRODUCTION 


The  material  and  activities  in  this  section  are  designed  to  dispel  common 
misconceptions  about  blindness  and  appropriate  behavior  with  a blind  person. 

You  will  have  an  opportunity  to  experience  "blindness"  and  practice  sensitizing 
yourself  to  the  practical  and  emotional  needs  of  visually  impaired  people. 


V 
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3.  DEFINITIONS^^^^ 


VISION; 

Vision  is  the  ability  to  see  and  to  interpret  what  is  seen.  It  is  a two-fold 
process  which  includes  visual  acuity  and  visual  perception.  Visual  acuity  is  the 
ability  of  the  eye  to  distinguish  detail,  to  see  things  clearly  (e.g.,  ability  to  clearly 
distinguish  separate  leaves  on  a tree,  the  minute  details  in  a painting,  the  shape  of 
objects,  etc.).  Visual  perception  is  the  brain's  ability  to  interpret  the  "picture" 
based  on  prior  experience.  When  looking  at  an  object  such  as  a chair,  we  see  that 
object's  shape,  but  we  perceive  it  as  a chair  because  our  collective  experiences  have 
taught  us  that  objects  of  that  shape  are  "chairs". 

Visual  acuity  and  perception  must  work  together.  Visual  acuity  has  limited 
usefulness  when  the  person  lacks  the  variety  of  experiences  necessary  to  assist  him 
in  accurately  interpreting  the  shapes.  Similarly,  the  perception  of  objects  is  greatly 
hindered  by  decreased  visual  acuity.  The  less  clarity  of  detail,  the  more  difficult  it 
is  for  the  brain  to  interpret  the  shape.  Programs  can  be  developed  which  assist 
some  people  in  more  efficiently  seeing  and  interpreting  stimuli  in  their  environment. 

LEGAL  BLINDNESS  AND  FUNCTIONAL  VISION: 

To  understand  how  a person  is  able  to  function  with  little  or  no  usable  vision,  it 
is  important  to  begin  with  a definition  of  terms  to  create  an  awareness  of  who  the 
blind  person  is  and  how  wide  a range  of  people  fall  into  the  general  category  of 
"blind"  or  "visually  impaired".  It  is  necessary  to  know  that  the  majority  of  severely 
visually  impaired  people  are  not  totally  blind,  but  are  able  to  make  use  of  residual 
vision. 

To  the  majority  of  people,  the  term  blindness  usually  implies  the  inability  to  see 
anything,  total  absence  of  vision.  However,  the  term  "blindness"  may  also  be  used 
to  include  any  severe  visual  impairment;  most  "blind"  people  actually  do  have  some 
vision. 

A person  is  considered  "legally  blind"  if  his  visual  acuity  does  not  exceed  20/200 
in  the  best  eye  with  best  correction,  or  his  visual  field  is  less  than  20  degrees.  This 
means  that  an  individual  is  legally  blind  if  he  can  see  no  more  at  a distance  of  20 


feet  than  someone  with  normal  vision  can  see  at  200  feet. 
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As  a provider,  it  is  more  useful  to  consider  blindness  and  visual  impairment  in 
terms  of  ability  to  function  rather  than  by  some  objective  system  that  does  not  take 
the  individual  into  account.  How  a person  uses  his  remaining  vision  determines  how 
well  he  will  function.  The  important  questions  are:  Can  the  person  function  as  he 
would  like  to?  Can  he  get  around  in  his  environment,  and  work  at  the  job  of  his 
choice?  The  amount  of  vision  a person  has  does  not  in  any  way  tell  how  that  visual 
loss  will  affect  his  day-to-day  functioning. 

You  must  take  into  account  both  physiological  and  psychological  effects  of 
blindness  in  order  to  help  your  clients  accomplish  the  tasks  for  which  others  use 
their  normal  sight. 
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EXERCISE 


IMPAIRED  VISION  SIMULATION 

INSTRUCTIONS: 

Vou  should  now  pass  out  the  vision  simulators  (see  attached  instructions)  and 
blindfolds  to  the  class.  Participants  should  wear  the  simulators  and  blindfolds  for 
the  next  activities. 

While  the  group  is  wearing  the  blindfolds  and  simulators,  continue  talking  about 
the  impact  of  vision  impairments  on  different  age  groups:  infants,  children, 
adolescents,  adults  and  the  elderly. 

• Infants  and  children:  effects  on  motor  development. 

• Adolescents:  effects  on  self-image. 

• Adults:  effects  on  work  skills  and  jobs;  mobility  in  environment 

• Elderly:  ability  to  maintain  independence,  dignity. 

As  you  talk,  walk  around  the  room  randomly,  occasionally  stopping  to  ask,  "Do 
you  agree?"  or  "Do  you  understand?"  However,  do  not  identify  by  name  or  gesture 
the  person  to  whom  you  address  your  questions.  The  purpose  is  to  make  the 
participant  aware  of  how  difficult  it  may  be  for  the  visually  impaired  person  to  tell 
when  or  if  someone  is  speaking  to  him. 

ACTIVITIES: 

The  group  can  participate  in  several  different  leisure  and  ADL  (activities  of 
daily  living)  tasks  while  wearing  the  simulators.  These  tasks  should  be  set  up  prior 
to  the  training  session  in  several  areas  of  the  room.  The  room  should  be  sectioned 
off  for  dining,  housekeeping,  and  leisure/recreation.  Activities  should  include: 

Dining  ~ set  up  a table  with  three  or  four  chairs  around  it.  As  the  participants 
sit  at  the  table,  have  one  trainee  set  the  table  with  plates,  cups,  etc.  Place  a 
pitcher  of  milk,  jars  of  peanut  butter  and  jelly,  and  bread  in  the  center  of  the  table. 
Once  the  table  is  set,  have  each  of  the  participants  make  a sandwich,  pour  a glass  of 
milk,  and  pass  it  to  the  next  person. 
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Housekeeping  --  Tasks  can  include  sweeping  the  floor,  folding  clothes,  sorting 
socks,  sewing  a button,  and/or  ironing  a shirt.  Have  three  or  four  trainees  in  this 
area.  Each  one  will  do  at  least  one  of  the  tasks  above  while  wearing  the  simulators. 
Activities  can  be  expanded  or  deleted  according  to  the  size  of  the  room,  the  number 
and  needs  of  the  providers. 

Leisure/Recreation  --  Suggested  activities  include  rug-hooking,  knitting, 
checkers,  playing  cards,  ball  and  frisbee  games.  Three  or  four  trainees  should  be  in 
this  area  trying  out  the  various  activities. 

Participants  should  be  given  about  ten  minutes  in  each  activity  center.  They 
should  be  encouraged  to  try  as  many  of  the  activities  as  possible  depending  on  the 
time  available.  After  each  15-minute  session,  the  trainees  should  switch  simulators 
so  that  they  experience  several  different  visual  impairments  and  how  they  affect 
the  tasks. 

POINTS  FOR  DISCUSSION; 

• How  did  the  particular  vision  impairment  affect  the  various  tasks. 

• What  modifications  would  have  made  the  tasks  easier? 

• Was  the  task  easier  or  more  difficult  to  do  with  the  simulators  than  they 
thought  it  would  be? 


Review  the  "Tips"  listed  on  the  following  pages. 


VISION  SIMULATORS 


DIRECTIONS  for  making  simulators  for  the  following  vision  impairments: 

1.  20/200,  20/400,  cataract  corrective  lenses 

2.  tunnel  vision 

3.  macula  degeneration 

4.  cataracts 

5.  hamianopsia 


* * * 


1.  20/200,  20/400,  and  CATARACT  CORRECTIVE  LENSES; 


Materials;  8 oz.  styrofoam  cups,  string,  sunglasses  (cheap  or  discarded).  Actual 
lenses  must  be  used.  These  can  often  be  obtained,  at  no  cost,  from  an  optical 
distributing  company  (American  Optical  Co.,  Southbridge,  MA;  Northeast 
Optical  Co.,  Fitchburg,  MA,  etc.).  Ask  for  any  lenses  they  are  discarding 
oecause  of  irregularities  or  defects.  Another  source  you  can  try  is  community 
vendors  such  as  Pearle  Vision  Center,  Jilson-Thoren,  Sterling  Optical,  etc. 

You  should  request  the  following  types  of  lens  for  the  different  vision 
impairment  simulators: 


TYPE  OF  IMPAIRMENT; 

20/200 

20/400 

Cataract  Corrective  Lenses 


TYPE  OF  LENS: 

+2.00  (two  lenses  needed) 
+4.00  (two  lenses  needed) 
+8.00  to  +15.00 
(two  lenses  needed) 

(Higher  the  number,  the  more 
severe  the  condition  to  be 
simulated.) 


Procedure; 

• Cut  the  bottom  off  the  styrofoam  cup  and  push  the  lens  into  the  cup  until 
it  fits  snugly.  Once  the  lens  is  in  place,  remove  any  excess  styrofoam  at 
the  bottom  so  some  of  the  lens  is  exposed. 

• Have  participants  hold  the  cup  (rim  side)  to  their  eye.  If  you  wish  to 
simulate  a binocular  effect,  duplicate  step  one  and  connect  the  two  cups 
witn  a piece  of  string  to  form  a nosepiece;  attach  a piece  of  string  to 
each  of  the  cups  so  they  can  be  tied  behind  the  head  and  worn  as  "glasses". 
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2.  TUNNEL  VISION; 

iVlaterials;  cheap  sunglasses,  cardboard,  scissors,  knife,  glue. 

Procedure; 

• Punch  out  the  lenses  of  the  sunglasses. 

• Cut  out  two  pieces  of  cardboard  using  the  old  lenses  as  a pattern. 

• Cut  a hole  in  the  center  of  each  cardboard  lens.  (The  extent  of  the  tunnel 
vision  is  determined  by  the  size  of  the  hole.) 

• Glue  the  cardboard  lenses  onto  the  frames  of  the  glasses 

• If  you  cannot  obtain  actual  frames,  you  can  improvise  by  using 
pipecleaners  to  create  the  frames. 

Effect:  When  the  glasses  are  worn,  the  two  holes  should  merge  into  one  image. 
However,  this  is  not  always  possible.  Most  often,  the  person  will  see  two 
separate  holes.  This  is  due  to  the  variability  in  distance  between  each  person's 
pupils. 

3.  MACULA  DEGENERATION; 

Materials;  cheap  sunglasses,  clear  plastic  wrap  or  heavy  clear  (insulation) 
plastic,  cardboard,  glue,  scissors. 

Procedure; 

• Punch  out  the  lenses  of  a cheap  pair  of  glasses. 

• Glue  pieces  of  clear  plastic  over  the  frames. 

• When  the  glue  has  dried,  carefully  glue  a circle  of  cardboard 
(approximately  1/2  inch  in  diameter)  to  the  center  of  each  plastic  lens. 
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4.  CATARACTS; 

Materials;  cheap  sunglasses,  wax  paper  or  heavy,  clear  (insulation)  plastic, 
glue,  scissors. 

Procedure; 

• Remove  the  lenses  from  a cheap  pair  of  glasses. 

• Cover  the  frames  with  wax  paper  or  plastic. 

Effect;  This  will  simulate  the  vision  impairment  resulting  from  cataracts.  (The 
more  dense  the  wax  paper  or  plastic,  the  more  severe  the  impairment  will 
appear.) 

5.  HEMIANOPSIA; 

Materials;  cheap  sunglasses,  cardboard,  scissors,  glue. 

Procedure; 

• Remove  the  lenses  from  a cheap  pair  of  sunglasses. 

• Cut  out  two  semi-circles  of  cardboard. 

• Glue  one  semi-circle  of  cardboard  on  each  lens  opening  in  any  of  the 
following  patterns; 


OC  OO  €>C 
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HANDOUT 


C.  TIPS  ON  WORKING  WITH  VISUALLY  IMPAIRED  PEOPLE 

1.  Keep  in  mind  that  not  all  "blind"  people  are  totally  blind.  Most  have  usable 
vision. 

2.  Speak  naturally.  Don't  give  directions  from  a distance.  If  you  normally  use 
gestures,  continue  to  express  yourself  in  this  way.  Don't  alter  your  tone  of 
voice. 

3.  Don't  be  afraid  to  use  words  like  "see".  Seeing  is  a verbal  image  that  conveys 
itself  as  effectively  to  the  blind  as  to  the  sighted. 

4.  When  speaking  with  a visually  impaired  person,  address  him  by  prefacing  your 
remarks  with  his  name  or  by  touching  him  on  the  arm. 

5.  'When  you  enter  a room  where  a blind  person  is  sitting,  speak  promptly  and 
identify  yourself  and  any  other  persons  entering  the  room.  When  you  leave  the 
room,  say  that  you  are  leaving;  often  the  person  is  not  aware  of  your  departure 
and  may  continue  to  talk. 

6.  When  you  approach  a visually  impaired  person  who  appears  to  need  help,  offer 
your  assistance.  If  you  don't  know  how  to  help,  ask  the  person. 

7.  Speak  directly  to  the  person;  he  does  not  need  an  interpreter. 

8.  If  it  concerns  him,  be  sure  to  let  the  person  know  what  you  are  doing.  For 
example,  if  you  are  giving  him  some  medication,  tell  the  person  what  you  are 
giving  to  him. 

9.  When  teaching  a visually  impaired  person  how  to  do  something,  you  must  be 
very  clear  in  your  verbal  explanations,  consistent  in  both  the  information  you 
give  and  the  terminology  you  use. 

10.  Whenever  possible,  let  the  other  senses  (touch,  taste,  smell,  hearing) 
compensate  for  lack  or  loss  of  vision.  If  the  person  does  have  residual  vision, 
find  out  how  much  he  can  see  --  and  in  what  kind  of  light,  and  help  him  to  use 
his  vision  to  the  greatest  extent  possible. 
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11.  If  the  person  does  not  know  how  to  perform  a task  satisfactorily,  break  the  task 
down  into  its  component  steps. 

12.  Use  common  sense  and  courtesy  with  a visually  impaired  person  as  you  would  a 
sighted  person. 


* * * 

"WHAT  DO  YOU  DO  WHEN  YOU  MEET  A BLIND  PERSON" 

Show  the  film  "What  Do  You  Do  When  You  Meet  A Blind  Person",  produced  by 
the  American  Foundation  for  the  Blind. 

After  showing  the  film,  discuss  the  following  points.  You  can  put  the  DO's  and 
DON'Ts  on  a flipchart  or  use  as  handouts. 
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HANDOUT 


D.  MOBILITY  GUIDELINES 

Independent  movement  is  a very  important  component  of  every  person's  life. 
This  is  especially  true  for  a visually  impaired  person.  Once  the  freedom  of 
independent  movement  is  limited  or  decreased  due  to  reduced  visual  functioning, 
most  individuals  lose  their  self-confidence  and  sense  of  self-worth.  Your  role  as 
provider  is  to  assist  the  visually  impaired  person  in  traveling  safely  and  efficiently 
through  his  environment. 


* * * 


^Valking  or  traveling  with  a visually  impaired  person  . . . 


DO  DON'T 

\A/hen  walking  with  a visually  impaired  Don't  push  or  pull  the  person, 

person,  have  him  take  your  arm. 

Use  sighted  guide  techniques. 

Reason;  The  person  will  be  able  to  tell  from  your  body  movements  if  you  are 
turning.  It  is  very  disorienting  and  confusing  to  the  person  to  be  pushed  or  pulled. 

Always  travel  on  the  right  side  on  Don't  use  the  middle  of  the 

stairs  and  in  halls.  The  person  stairs  or  have  the  person  on 

may  be  positioned  closest  to  the  rail  the  left  side, 

to  provide  him  maximum  use  of  the 
railing,  if  necessary. 

Reason;  When  walking,  the  sighted  person  should  follow  all  public  movement 
patterns.  This  means  using  the  right  side  door  and  walking  on  the  right  on  sidewalks 
and  in  public  buildings.  This  provides  easier  movement  for  both  parties  and  it  is  less 
awkward. 

Be  aware  of  the  total  space  both  of 
you  are  moving  through.  This  in- 
cludes walking  outdoors  and  observ- 
ing low-hanging  branches,  signs, 
trash  cans,  open  doors,  etc. 

Reason;  Walking  as  a sighted  guide  is  an  interdependent  relationship. 

Lead  a person  right  up  to  a chair.  Don't  push  the  person  into  a 

Encourage  the  person  to  pull  the  chair  chair, 

out  and  sit  independently. 

Reason;  people  can  seat  themselves  independently  if  told  which  way  the  chair  is 
facing.  If  assistance  is  needed,  provide  verbal  and  physical  guidance. 
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DO 


DON'T 


Lead  a person  to  a stationary 
object  in  a room  (such  as  a chair, 
wall  or  table). 


Never  leave  a person  standing 
in  space  alone  or  walk  away  from 
him  without  telling  the  person. 


Reason:  It  is  very  disorienting  and  unkind  to  leave  a visually  impaired  person 

standing  in  the  middle  of  an  unfamiliar  area. 

When  giving  directions,  use  clear  Don't  use  terms  like  "over  here" 

specific  terms  such  as:  left,  right,  and  "over  there."  These  are 

forward,  beside,  in  front,  etc.  vague  terms  and  don't  describe 

anything. 

Reason:  By  using  specific  descriptive  terms,  you  are  telling  the  visually  impaired 
person  exactly  what  he  needs  to  know  to  remain  oriented  to  the  environment.  Some 
individuals  may  not  know  the  terms  left  and  right;  by  using  these  terms  consistently 
in  conjunction  with  some  physical  guidance,  the  person  may  learn  what  the  terms 
represent. 


Within  the  community  . . . 

Remember  every  person  has  feelings  and  these  should  be  respected.  The  fact  that 
the  person  is  visually  impaired  does  not  mean  he  cannot  hear  surrounding 
conversation. 


Always  introduce  yourself  to  the 
visually  impaired  person. 

Always  talk  directly  to  the  person. 


Don't  play  guessing  games.  Don't 
expect  the  visually  impaired  per- 
son to  identify  you  by  your  voice. 

Don't  talk  through  a third  party 
or  pretend  the  person  isn't 
there. 


Reason:  Visually  impaired  people  can  be  included  in  ail  activities  and  conversations, 
however,  some  activities  may  have  to  be  tailored  to  be  understood  and  enjoyed. 

Cabinets  and  doors  should  be  left  Don't  leave  cabinet  doors  ajar, 

completely  open  or  completely  shut. 

Reason:  Cabinets  and  doors  when  ajar  are  potentially  dangerous  and  such  situations 
should  be  avoided. 


Within  the  home  environment  . . . 

This  setting  is  the  main  focus  of  most  visually  impaired  clients.  The  home 
environment  should  be  relatively  free  from  obstacles  and  dangerous  situations. 

Leave  furniture  and  cabinets  in  the  Don't  move  furniture  or  change 

same  order  you  find  them.  cabinets  because  you  don't  like 

the  order  or  arrangements. 

Reason:  If  you  change  the  cabinets  or  furniture  you  must  reorient  the  person  to  the 
surroundings.  Remember,  it  is  his  home  and  you  should  respect  his  personal 
belongings. 
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DO 


DON'T 


Avoid  clutter  in  major  walkways  in 
the  house. 


Don't  leave  objects  in  the  middle 
of  the  room  or  on  the  floor. 


Reason;  A visually  impaired  person  may  not  know  that  you  have  left  something  on 
the  floor  and  he  might  trip  over  it.  Be  aware  of  safety  concerns  at  all  times. 


Reason;  If  you  leave  a room  without  telling  the  person,  he  may  continue  talking. 
Remember  that  the  visually  impaired  person  has  feelings,  and  use  common  sense 
when  interacting  with  him. 


Reason;  It  is  important  to  read  the  prices  because  the  visually  impaired  person  may 
have  to  stay  within  a budget.  To  avoid  reading  the  whole  menu,  you  can  discuss 
what  the  person  feels  like  eating  (poultry,  meat,  fish),,  then  read  from  the 
appropriate  sections.  If  the  visually  impaired  person  requires  assistance  with  the 
meal,  he  will  usually  ask. 


Tell  the  person  when  you're  leaving 
the  room. 


Don't  leave  the  person  without 
telling  him.  They  may  not  have 
any  way  of  knowing  you've  left 
the  room. 


When  dining  out,  read  the  menu  to  the 
person  including  the  prices. 


Don't  expect  the  person  to  know 
the  items  or  prices  on  the  menu. 
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E.  SUMMARY 

The  materials  and  activities  in  this  section  have,  hopefully,  dispelled  any 
misconceptions  or  misgivings  you  may  have  had  about  working  with  visually  impaired 
people. 

You  should  have  a clear  understanding  of  vision,  legal  blindness  and  functional 
levels  of  vision. 

Most  importantly,  you  should  keep  in  mind  the  guidelines  on  mobility  when  you 
work  with  a blind  person. 
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FOOTNOTES 

American  Foundation  for  the  Blind,  Living  With  Impaired 
Introduction.  (New  York:  American  Foundation  for  the  Blind,'  1979) 
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TKAIiMER  FACT  SHEET 

SUGGESTED  GUEST  SPEAKER:  Psychologist,  psychiatric  nurse,  psychiatric  social 
worker,  or  other  professional  experienced  in  the  diagnosis  and  treatment  of  the 
severe  behavior  problems  discussed  in  this  module. 

PURPOSE:  This  module  focuses  on  severe  behavior  problems  which  providers  may 
encounter  in  the  course  of  their  service.  Participants  will  become  familiar  with  the 
characteristics,  and  underlying  causes  of  self-injurious  and  aggressive  behavior,  and 
other  specific  behavior  syndromes. 

Special  emphasis  is  given  to  general  guidelines  and  specific  behavior 
I management  techniques  for  preventing  and  managing  behavior  incidents.  vVhile 
I providers  are  not  expected  to  serve  as  therapists,  they  can  play  a critical  role  in 
averting  or  controlling  crisis  situations  and  reporting  their  observations  to 
appropriate  members  of  the  care  team. 

[ OBJECTIVES:  Upon  completion  of  tnis  inodule,  participants  should  be  able  to 

• discuss  tne  characteristic  of  a behavior  problem; 

• identify  and  describe  in  behavioral  terms  aggressive  and  self-injurious  behavior; 

• demonstrate  an  understanding  of  the  behavioral  ABC's; 

I • discuss  the  theories  regarding  the  causes  of  aggressive  behavior  and  SIB; 

• demonstrate  sound  judgment  and  skill  in  coping  with  a behavioral  crisis; 

• demonstrate  skill  in  evaluating  and  applying  specific  behavior  management 
techniques; 

• identify  the  salient  characteristics  of  autism,  rumination  syndrome,  pica  and 
i aerophaqia; 

• extract  data  required  to  complete  the  Client  Behavioral  Information  Form. 
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INTRODUCTION 


j As  a provider  of  respite  services  for  developmentally  disabled  individuals,  you 

I may  encounter  behaviors  in  your  clients  that  pose  problems  for  themselves,  for  you, 

{ and/or  for  others.  It  is  important  that  you  understand  that  people  with 

j 1 

' developmental  disabilities  may  encounter  frustrations  they  are  unable  to  resolve 
j quickly  and  appropriately  due  to  physical,  intellectual  or  emotional  limitations. 
I Such  frustrations  may  result  in  severe  behavior  problems. 

If  you  are  assigned  to  work  with  clients  with  severe  behavior  problems,  you 
1 should  expect  and  insist  on  receiving  guidance  and  back-up  from  your  supervisor,  the 
client's  family  or  caretakers,  and  other  professionals  who  know  the  client  and  how 
best  to  handle  the  client's  behavior.  You  will  not  be  expected  to  become  an  expert 
in  behavior  management.  However,  there  will  be  situations  when  you  will  need  to 
make  immediate  decisions  about  what  to  do.  You  may  not  have  time  to  arrange  for 
i'  consultation,  or  there  may  not  be  anyone  available  to  consult,  so  it  will  be  essential 
Ij  tnat  you  have  some  knowledge  and  skills  in  the  management  of  severe  behavior 
;!  problems. 

Tnis  module  is  designed  to  provide  you  with  basic  knowledge  and  skills  for 
recognizing,  reporting  and  managing  behavior  problems.  If  you  will  be  working 
extensively  with  individuals  exhioiting  severe  behavior  problems,  you  should  seek 
fi  more  advanced  training. 
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Section  1:  IDENTIFYING  BEdAVIOR  PROBLEMS 
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EXERCISE 


vVHAT  CONSTITUTES  A BEHAVIOR  PROBLEM? 


PURPOSE: 

This  exercise  illustrates  how  subjectively  behavior  is  ihterpreted  ahd  how  to 
discriminate  betweeh  appropriate  ahd  inappropriate  or  problem  behaviors.  Providers 
will  practice  formulating  objective  behavioral  descriptions  as  a preliminary  step  to 
assessing,  reporting  and  managing  problem  behaviors. 

INSTRUCTIONS: 

Open  by  telling  the  group,  "In  the  next  few  minutes,  I am  going  to  exhibit 
several  different  behaviors.  You  are  to  record  these  behaviors  and,  at  the  end, 
discuss  whetner  or  not  they  are  problem  behaviors."  (Review  with  the  group  the 
technique  for  formulating  Behavioral  Oiscriptions  on  page  10  .)  Then  do  a 
combination  of  tne  following: 

1.  Jump  up  and  down. 

2.  PicK  up  a chair  and  throw  it. 

3.  Run  over  to  someone  and  try  to  pull  their  hair. 

4.  Swear  (know  your  group). 

5.  Spit. 

6.  Bang  on  the  walls  or  on  a door. 

7.  Try  (pretend)  to  rip  the  clothes  off  a member  of  the  group. 

8.  Pretend  to  eat  string. 

9.  Take  a swing  (and  miss)  at  the  closest  person. 

10.  Run  over  to  another  person  and  yell,  "Quit  staring  at  me!" 

11.  Finally,  go  out  of  the  room  and  slam  or  hit  the  door.. 

Vou  can  make  up  your  own  sample  behaviors.  The  purpose  is  to  be  outrageous 
but  not  emotional,  and  to  avoid  hurting  anybody. 

When  you  come  back  to  the  room,  have  participants  tell  you  what  you  did  in 
behavioral  terms;  also,  talk  about  whether  or  not  any  of  the  behaviors  would  have 
been  considered  behavior  problems. 
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POINTS  FOR  DISCUSSION: 

• y^hen  does  behavior  become  problem  behavior? 

• //hat  are  some  real-life  examples  of  client  behavior  which  is  attention-seeking, 
seif-stimulating,  task-avoiding,  self-abusive  or  aggressive? 

0 Could  a behavior  be  acceptable  at  some  times  and  not  at  others? 

0 What  criteria  would  you  use  to  decide  whether  or  not  to  intervene? 

Summarize  the  discussion  with  the  following  definitions: 

In  general,  a behavior  becomes  a problem  behavior  if  . . » 

0 the  behavior  interferes  with  learning.  For  example,  if  a child  frequently  gets 
out  of  the  chair  during  puzzle  activities  and  runs  around  the  room,  this  behavior 
will  interfere  with  the  child's  learning  new  skills. 

0 the  behavior  interferes  with  skills  already  learned.  For  example,  if  a child  who 
can  complete  a puzzle  independently  starts  throwing  the  puzzle-  pieces  instead 
of  putting  them  in  the  puzzle,  this  throwing  behavior  will  interfere  with  the 
child's  previously  learned  skills. 

0 the  oehavior  is  harmful  to  the  child,  is  socially  unacceptable  and/or  disruptive 


to  tne  family.  For  example,  headoanging,  screaming,  removing  clothes,  etc. 
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FQRivlULATIiMG  BEHAVIORAL  DESCRIPTIONS  ; 

(Review) 

In  order  for  us  to  apply  the  principles  of  behavior  management,  we  need  to  be  i 

I 

clear  about  wnat  to  look  for  when  we  are  observing  behavior  in  our  clients. 

A Denavioral  description  is  A DESCRIPTION  »/\/HlCH  REFERS  ONLY  TO  ' 
BEHAVIORS  (I.E.,  OBSERVABLE  ACTIONS)  AND  \A/HICH  STATES  THEM  IN  Q| 
SPECIFIC  TERMS,  RECORDING  BOTH  THE  BEHAVIORS  AND  THE  CONDITIONS  M 
UNDER  v/VHICH  THEY  OCCUR.  Specific  terms  are  those  which  refer  to  tne  exact  D| 
measures,  quantities,  degrees  of  intensity,  or  frequency  of  the  observed  behavior. 


Correct  Incorrect 

Mike  drank  five  8 oz.  glasses  of  water. 

Debra  has  oeen  crying  for  ten  minutes 
without  stopping. 


Mike  was  thirsty. 
Debra  is  upset. 


Fred  typed  at  a rate  of  30  words  per  Fred  is  a good  worker. 

minute  for  one  hour  without  taking  a 

break. 


i 

1 

I 


I 

I 

i 
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THE  ABC*5  OF  BEHAVIOR  MANAGEMENT 
(Review) 


The  elementary  principle  is; 

BEHAVIOR  IS  CONTROLLED  BY  IT'S  CONSEQUENCES  (REINFORCEMENT) 
which  is  another  way  of  saying; 

WHAT  HAPPENS  BEFORE  THE  BEHAVIOR  and 

WHAT  HAPPENS  AFTER  THE  BEHAVIOR  can  strongly  influence 

WHAT  WE  WILL  DO  tne  next  time. 


ANTECEDENTS; 

• Set  the  stage; 

• Indicate  wnat  is  likely  to  follow; 

• Signal  (using  prompts  or  cues)  for  behavior  to  occur. 

BEHAVIOR; 

• Ooservable  actions  of  individuals  in  terms  of  frequency,  duration  and  intensity. 
CONSEQUENCES; 

• The  environmental  changes  that  have  occurred  or  have  been  brought  on  by  the 
behavior; 

• Reinforce  whether  or  not  the  behavior  will  occur  again. 


ANTECEDENT 
Alarm  goes  off 


You  give  Deora  her 
sweater  and  ask  her  to 
put  it  on. 


BEHAVIOR 

You  get  up,  get  ready 
for  work  and  arrive 
on  time  at  your  job. 


Debra  finally  succeeds 
without  help  from  you, 
but  with  considerable 
effort. 


CONSEQUENCE 

Once  a week  you  get  a 
paycheck. 

Daily  you  get  smiles  and 
praise  when  you  do  well. 

You  smile  and  say, 

"Terrific,  you  put  on 
your  sweater  without  a 
bit  of  help.  I'm  proud  of 
you!" 
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AGGRESSIVE  BEHAVIOR 
Overview 

Introduce  this  section  by  asking  the  group  to  tell  you  how  they  would  define 
aggression.  After  eliciting  a few  responses,  give  the  working  definition  which 
follows. 


* * * 


vA/HAT  IS  AGGRESSION? 

People  differ  widely  in  what  they  consider  to  oe  aggression.  For  some, 
aggression  would  consist  only  of  behavior  which  does  bodily  injury  to  another;  for 
others,  damage  to  property  and  emotional  intimidation  would  constitute  aggression. 
Because  our  interpretation  of  behavior  is  inevitably  subject  to  our  own  emotions  and 
attitudes  at  tne  time  the  behavior  occurs,  we  must  try  to  base  our  judgments  on 
specific,  objective  criteria.  For  our  purposes  here,  we  will  define  aggression  as 
behavior  which  can  or  does  inflict  harm  to  people  or  property. 

Uc^OER  ^HAT  CONGITIONS  DOES  AGGRESSION  OCCUR? 

Elicit  answers  to  this  question  by  asking  the  group  for  examples  from  their  own 
life  experience,  using  tne  following  format; 

"Close  your  eyes  and  recall  a recent  situation  in  which  you  personally  felt 
like  being  aggressive  or  did  act  in  an  aggressive  manner.  Recall  what 
happened,  wno  or  wnat  was  involved,  and  how  you  felt.  How  did  others 
respond  to  you  and  how  to  you  wish  they  had  responded?" 

Allow  one  or  two  minutes.  Then  ask  the  group  members  to  find  two  other 
people  they  do  not  know  well  who  will  share  their  experiences  and  answer  the 
question:  Under  what  conditions  does  aggression  occur?  One  person  can  record 

their  answers.  Allow  five  minutes. 

Reassemble  the  group  and  ask  for  volunteers  to  share  what  they  learned. 
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POINTS  FOR  DISCUSSION: 

• An  individual  encounters  a frustrating  situation  that  cannot  be  readily  resolved, 

A client  continually  trys  to  fix  the  "fuzzy"  reception  on  the  television.  Vou  try 
to  help  and  the  client  becomes  aggressive  because  he  wants  to  fix  it  himself,  or 
because  he  cannot  accept  the  fact  that  he  cannot  fix  the  television  himself. 

t A person  encounters  an  undesirable  situation  that  he  strongly  wants  to  avoid  or 
escape. 

You  inform  the  client  that  it  is  time  to  go  to  bed;  the  client  becomes  aggressive 
to  you  because  he  wants  to  stay  up  and  continue  watching  television. 

• An  individual  cannot  find  any  other  way  of  successfully  getting  "attention." 

A client  continually  asks  questions  of  you  while  you  are  both  eating  dinner.  You 
become  annoyed  and  simply  end  up  ignoring  the  client  altogether.  The  client 
gets  louder  and  louder  and  finally  throws  a plate  at  you  so  that  you  will  "pay 
attention". 

ARE  PERSONS  WITH  DEVELOPMENTAL  DISABILITIES 
NATURALLY  MORE  AGGRESSIVE? 

Ask  the  group  to  respond  to  this  question  and  to  give  examples  to  support  their 
view. 

Aggression  is  no  more  characteristic  of  persons  with  developmental  disabilities 
than  of  any  other  group  of  people.  However,  those  with  developmental  disabilities 
may  respond  to  seemingly  ordinary  situations  differently  because  their  level  of 
understanding  is  less  sophisticated  and  their  repertoire  of  responses  is  more  limited 
than  non-disabled  individuals. 

Example:  The  client  may  not  be  able  to  complete  tasks  as  fast  as  an 

aole-Dodied  person  might  be  expected  to. 

Example:  The  client  may  not  realize  when  something  is  broken  and  may 

continue  to  try  to  make  it  work  until  he  becomes  agitated  (e.g., 
broken  zippers,  clogged  salt  shakers,  burned-out  light  bulbs,  "dead" 
batteries,  etc.). 
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Your  client  may  become  aggressive  when  he  encounters  a frustrating  situation 
that  he  cannot  easily  resolve,  or  an  unpleasant  situation  that  he  strongly  wishes  to 
avoid  or  escape.  On  some  occasions,  aggression  may  be  the  only  means  that  a client 
has  to  successfully  get  another  person's  attention.  Because  persons  with 
developmental  disabilities  may  experience  ordinary  situations  differently  from  the 
able-bodied  person,  the  specific  conditions  which  lead  to  this  aggression  may  not  be 
easily  recognized  by  you  and  may,  therefore,  remain  a continuing  source  of 
frustration. 

In  order  to  prevent  aggression,  you  should  familiarize  yourself  with  the  client's 
oehavior  and  abilities  ahead  of  time  by  interviewing  parents  and  staff  who  already 
know  the  client.  Often,  however,  parents  and  staff  know  the  client  so  well  that  they 
may  overlook  or  forget  information  that  could  be  valuable  to  you  as  a provider. 

Later  in  the  program,  we  will  study  one  valuable  tool  ~ the  Client  Behavioral 
Information  Survey  — whicn  will  help  brief  you  on  these  critical  aspects  of  the 
client's  behavior. 
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EXERCISE 


MANAGING  AGGRESSION 


PURPOSE; 

This  exercise  is  designed  to  provide  practice  in  assessing  possible  problem 
situations,  determining  available  options,  and  selecting  the  most  effective  and 
appropriate  method  of  prevention  or  intervention. 

INSTRUCTIONS: 

Introduce  the  exercise  by  explaining  that  the  entire  group  will  be  participating 
together  in  a role  play  stituation  in  which  they  can  try  out  some  of  the  strategies 
and  options  discussed  to  avert  aggression.  Ask  for  one  "player"  to  speak  for  the 
client  and  one  to  speak  for  the  provider.  Then  divide  the  rest  of  the  group  in  half. 
Tnose  sitting  nearest  the  client  will  speak  for  the  client;  the  other  half  will  speak 
for  the  provider.  Anyone  from  the  group  can  speak  up  for  his  role  when  the  players 
seem  stuck.  Limit  the  role  play  to  five  minutes  whether  or  not  resolution  is 
reached.  Following  are  some  possible  situations  for  the  role  play; 

Situation  1; 

You  attend  a fun  recreational  activity  and  the  client  refuses  to  get  into  the  car 
to  return  home. 

Situation  2; 

The  client  has  just  broken  nis  watchband  and  insists  that  you  take  him  to  a store 
to  purcnase  a new  one.  But,  it  is  Sunday  and  there  are  no  stores  open  that  carry 
watchoands. 

Situation  3; 

You're  in  the  middle  of  a shopping  mall  and  the  client  is  becoming  agitated 
while  trying  to  ask  you  something  that  you  can't  understand. 

* * * 

Explain  that  spontaneity  will  make  the  role  play  more  realistic  and  for  this 
reason  the  players  will  not  need  any  prior  planning  time.  After  the  role  play,  ask 
the  six  players  how  they  felt  about  their  role  and  what  they  learned.  Then  bring  the 
entire  group  into  the  discussion. 
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POINTS  FOR  OISCUSSION: 

Situation  1 — The  client  is  uncooperative  about  a request  you  have  made; 

• Consider  first  whether  compliance  is  really  worth  the  risk  of  precipitating  an 
aggressive  incident. 

• Try  persuading  the  client  by  offering  a reward  for  compliance;  be  sure  to 
deliver  this  reward  immediately  if  the  client  does  comply. 

• Try  offering  the  client  a reward  for  fulfilling  only  the  first  portion  of  the 
request.  If  this  works,  offer  more  rewards  for  completing  the  full  request. 

• Try  rephrasing  the  request,  or  offering  acceptable  alternatives  that  will 
accomplish  the  same  goal. 

• Try  making  the  request  more  attractive  by  rewarding  otner  peers  (where 
applicable)  for  complying  with  a similar  request. 

• Ask  the  client  how  you  can  help  him  to  complete  the  task. 

Situation  2 --  The  client  asks  for  something  that  you  either  cannot  do  or  cannot 

deliver  right  away: 

• Offer  other  alternatives  that  are  both  desirable  and  can  be  provided  right  away. 

• If  the  client's  request  can  be  honored  at  a later  time,  explain  this;  then  offer 
the  client  something  in  the  form  of  a token  "I.O.U."  or  "raincheck"  that  can  be 
excnanged  for  the  desired  item  or  activity  at  a later  time. 

Situation  3 --  The  client  is  becoming  frustrated  trying  to  communicate  something  to 

you  wnich  you  cannot  understand: 

• Acknowledge  that  you  realize  the  client  is  telling  you  something  but  that  you 
are  having  problems  understanding. 

• Encourage  the  client  to  use  additional  means  of  communication  — gestures, 
picture-drawing  — to  help  convey  the  message. 

• Ask  someone  who  lives  with  the  client  for  assistance  — often  they  will  know 
exactly  what  the  client  is  trying  to  communicate. 
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SELF-INJURIOUS  flEHAVIOR  (SIB) 
Overview 


WHAT  IS  SB? 

Self-injurious  behavior  (SIB)  refers  to  an  act  or  acts  directed  at  oneself 
resulting  in  or  having  the  potential  for  physical  harm  to  the  individual.  Common 
types  of  SB  include;  punching  the  head  with  fists,  banging  the  head  against  objects, 
scratching,  face-slapping,  and  hand-biting.  All  usually  occur  repetitively,  but  with 
varying  intensity  and  frequency. 

SIB  is  exhibited  in  about  15%  of  the  "normal"  infant  population,  generally 
between  the  ages  of  9 - 18  months.  These  behaviors  gradually  disappear  at  age  2-3 
years  with  the  development  of  adaptive  skills.  Among  the  mentally  retarded  and 
emotionally  disturbed  population,  about  10%  exhibit  chronic  SIB. 

In  extreme  cases,  SIB  can  be  life-threatening.  In  less  extreme  cases,  the 
behavior  interferes  with  learning  more  adaptive  skills  and  involvement  in 
stimulating  activities.  A further  negative  consequence  of  SIB  is  the  feeling  of 
fright,  repulsion  and  inadequacy  it  arouses  in  family  members,  peers  and  other 
witnesses  to  the  SB.  Unfortunately,  even  well-intentioned  but  untrained  caretakers 
often  respond  to  SB  by  giving  inappropriate  attention  to  the  client,  which  only 
serves  to  reinforce  the  problem  behavior. 
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CAUSES  OF  SIB 


A number  of  theories  have  been  proposed  regarding  the  causes  of  SIB.  While 
there  is  evidence  to  support  each  of  these  theories,  no  consistent  and  definitive 
cause  or  program  of  treatment  has  yet  been  established. 

Whenever  there  is  evidence  of  severe  and/or  chronic  SIB,  an  immediate  medical 
exam  should  be  performed  to  determine  whether  the  underlying  cause  is  organic. 
Likewise,  in  cases  where  SIB  has  already  been  diagnosed,  any  changes  in  the 
frequency,  duration  or  nature  of  the  SIB  should  be  immediately  reported  to  the 
attending  physician. 


DEVELOPMENTAL  THEORY: 

Head  banging  occurs  with  some  regularity  among  "normal"  infants  between  the 
ages  of  9 - 36  months.  At  this  age,  SIB  may  serve  as  an  adaptive  function  to  help 
bridge  the  gap  between  a self-centered  stage  where  actions  are  body-centered  — 
i.e.,  body  rocking,  finger  weaving,  head  weaving  — and  the  later  stage  of  more 
extroverted  behaviors  including  crawling  and  communicating  verbally.  As  tne  child 
learns  to  scoot,  crawl  and  walk,  nis  self-injurious  behaviors  subside.  If  SIB  continues 
to  occur  beyond  three  years  of  age,  it  may  be  considered  abnormal. 

The  mentally  retarded  person  who  exhibits  SIB  is  assumed  to  be  either  stuck  at 
the  body-centered  level  or  regresses  to  it.  In  either  case,  the  retarded  person 
continues  to  use  repetitive  body-centered  actions  to  deal  with  environmental 
situations,  and  fails  to  develop  more  effective  ways  to  interact. 

Example; 

Karen  is  a 33-year  old  profoundly  retarded  woman  who  lives  at 
home  with  her  parents.  She  is  functionally  non-verbal, 
expressing  her  dislikes  by  crying  and  her  likes  by  smiling. 

Although  she  can  walk,  she  prefers  to  "scoot"  along  the  floor 
to  reach  a desired  object  or  person. 

Much  of  Karen's  time  is  spent  sitting  on  the  floor  performing  a 
ritual  of  banging  her  head  with  her  fist  two  or  three  times, 
then  scratching  her  elbows,  followed  by  kicking  her  knee  with 
her  foot.  She  exhibits  this  routine  wnenever  either  parent 
requests  her  to  cnange  her  clothes,  participate  in  bathing 
herself,  or  move  from  one  area  to  another.  It  appears  that  she 
uses  these  repetitive  body  actions  in  response  to  demanding 
situations  in  ner  environment. 
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SENSORY  DEPRIVATION; 

Developing  infants  need  to  be  touched,  caressed,  physically  interacted  with  by 
others.  Lacking  this  stimulation,  the  infant  will  seek  stimulation  by  whatever  means 
possible.  The  child  may  use  his  own  hands  to  lightly  tap  or  scratch  varying  body 
areas.  It  is  assumed  that  these  low-intensity  behaviors  gradually  increase  in 
intensity,  oecorning  self-injurious.  Even  ooredom  can  be  a form  of  sensory 
deprivation. 

Example; 

David  is  a 34-year  old,  severely  retarded  man  who  has  been 
living  in  a community  group  home  for  six  months.  He  attends 
an  all-day  workshop  involving  a one-hour  commute  each  way, 
leaving  him  little  free  time  from  his  very  structured  day. 

Three  weeks  ago,  David  became  ill  with  the  flu  and  was  unable 
to  attend  the  workshop.  For  the  first  week  he  was  very  sick, 
not  wanting  to  get  up  from  bed.  After  that,  he  seemed  to 
regain  his  strength,  but  was  held  back  from  workshop  for  two 
more  weeks  as  a precautionary  measure.  During  those  two 
weeks,  David  spent  much  time  walking  around  the  house  or 
lying  in  bed  until  mealtime.  Television  had  never  interested 
him  and  he  had  no  constructive  leisure  time  activities. 

With  increasing  frequency,  David  was  observed  scratching  his 
left  shin,  causing  it  to  bleed.  Although  nursing  treatment  was 
provided  to  heal  the  area,  David  began  picking  at  the  scabs 
that  developed. 

At  a meeting  with  David's  parents,  it  was  learned  that  he  had 
scratched  his  leg  occasionally  until  one  year  of  age  while 
living  in  an  institution.  It  always  seemed  to  disappear  by 
itself,  so  staff  were  never  too  concerned  about  it. 

A review  of  David's  activities  threw  further  light  on  the 
situation.  Staff  realized  that  David  had  been  taken  from  a 
highly  stimulating  environment  at  the  workshop  to  a dull 
routine  while  convalescing  at  home.  His  boredom  and  lack  of 
stimulation  set  the  stage  for  recurrence  of  an  old-time  habit. 
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IMPAIRED  ENVIRQiMiMENTAL  INTERACTION: 

The  client's  lack  of  a "sense  of  self"  due  to  impaired  functioning  is  compensated 
for  by  using  SIB  to  trace  the  perimeter  of  his  body. 

Example: 

Paul  is  a 26-year  old  profoundly  retarded  client  who  resides  at 
home  with  his  parents.  His  additional  handicaps  include 
blindness,  deafness,  the  inability  to  ambulate  or  speak.  Much 
of  his  time  is  spent  rocking  in  a rocking  chair  or  lying  on  a 
water  mattress  while  he  gently  taps  his  face,  head,  arms,  or 
legs  with  his  opened  nand.  He  responds  playfully  with  obvious 
enjoyment  to  his  parents'  physical  interactions  with  him.  This 
has  helped  them  strengthen  their  relationship  and  withstand 
the  more  negative  times  when  Paul's  episodes  of  SIB  produce  a 
definite  strain. 

During  SIB  episodes,  Paul  intensely  slaps  his  head,  face,  arms 
and  legs,  bites  his  arms  and  kicks  his  legs  with  his  feet,  leaving 
reddened  areas  over  his  body.  Paul's  parents  have  found  that 
to  place  him  on  the  waterbed  covered  by  a blanket  calms  his 
outbursts  quite  quickly. 

The  parents  were  told  that  Paul's  blindness  and  deafness  left 
him  with  little  means  of  interacting  with  the  people  and 
objects  in  his  environinent  to  give  him  the  idea  of  his  own 
physical  being  — where  his  body  ends  and  the  environment 
begins.  Paul's  enjoyment  of  the  rocking  chair  and  water 
mattress  grew  from  the  physical  contact  they  provided. 


POSITIVE  REINFORCEMENT: 

The  most  common  reaction  to  SIB  is  to  physically  prevent  the  individual  from 
engaging  in  the  behavior  by  holding  his  hands  or  body,  comforting  him  with  verbal 
reassurances,  verbally  pleading  or  scolding  him.  For  some  individuals,  this  attention 
becomes  a positive  reinforcer  which  increases  the  likelihood  that  the  behavior  will 
reoccur. 

Example; 

Sylvia  is  a 13-year  old  profoundly  retarded  child  who  lives  at 
home  with  her  parents.  Because  of  her  limited  capabilities, 
she  needs  parental  attention  to  help  bathe  and  dress.  Her 
imother  finds  this  increasingly  demanding  and  has  been  feeling 
very  fatigued  from  caring  for  her  daughter.  She  is  finding  it 
harder  to  muster  the  energy  required  to  entertain  Sylvia  and 
has  been  setting  aside  her  own  hour  of  quiet  time  each 
afternoon  for  reading  and  other  hobbies. 


23 


Since  her  mother  began  taking  time  for  herself,  Sylvia  has 
started  displaying  temper  tantrums  that  interrupt  her  mother’s 
quiet  times.  She  begins  by  yelling  and  kicking  her  feet,  then 
repeatedly  hits  her  head  with  the  heel  of  her  hand. 

For  fear  that  Sylvia  will  harm  herself,  her  mother  immediately 
cancels  "her  time"  and  rushes  to  calm  her  daughter.  This  same 
sequence  of  events  has  occurred  each  time  Sylvia's  mother  has 
tried  to  be  alone.  Now  she  must  shoulder  not  only  the  routine 
responsibilities  of  caring  for  her  daughter,  but  also  this  added 
problem  of  how  to  deal  with  Sylvia's  episodes  of  self-injurious 
behavior.  (Sylvia's  mother  is  reinforcing  her  SIB  with  social 
attention.) 


OrlGANIC  CAUSE; 

j Organic  brain  damage  --  Neurological  impairments  can  result  in  a variety  of 
I afflictions,  including  mental  retardation,  seizure  disorders,  language  problems, 
vision  loss,  hearing  loss,  and  physical  incapacities.  According  to  Shroeder,  "If  the 
communicative  repertoire  of  a client  is  restricted  by  organic  handicaps,  SIB  may 
develop  as  a primitive  form  of  communication.  . .which  a client  uses  to  establish 
control  and  counter-control  of  his  environment.  Thus,  SIB  has  been  noted  to 
increase  when  the  client  'gets  upset'  or  'wants  something'." 


ivletabolic  deficiencies  — There  are  two  rare  metabolic  syndromes  that  correlate 
I with  a high  frequency  of  SIB: 

! — Lesch-Nyhan  Syndrome  is  a rare  form  of  cerebral  palsy  resulting  from  an 
enzyme  deficiency  and  characterized  by  self-biting  of  the  mouth,  tongue,  lips 
and  fingers. 

I — Cornelia  DeLange  Syndrome  is  characterized  by  finger,  shoulder,  knee  and 
I lip-oiting. 

SLOCKING  PAIN: 

Self-injurers  may  inflict  pain  upon  themselves  as  a means  of  avoiding  or 
diminishing  what  they  perceive  as  a greater  pain.  "Blocking"  pain  refers  to  the 
application  of  another  form  of  stimulation  to  the  area  of  the  pain,  resulting  in  a 
blocking  of  the  original  pain  sensation.  Common  "pains"  that  are  accompanied  by  an 
increase  in  SIB  include  earaches  and  toothaches.  By  applying  forceful  pressure  to 
the  area  of  the  pain  by  punching  his  face  or  head,  the  client  is  allegedly  preventing 
the  pain  of  the  earache  or  toothache  from  being  transmitted. 

SIB  is  seen  as  an  attempt  to  "flood"  the  skin  receptors  that  transmit  the 
I sensation  of  toucn  and  dominate  any  less  intense  sensation. 
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GENERAL  GUIDELINES  i 

for  the  I 

PREVENTION  AND  MANAGEivlENT  OF  BEHAVIOR  PROBLEMS 

As  a respite  provider,  you  may  encounter  many  behaviors  such  as  tantrums, 
nitting,  biting,  rocking,  crying,  that  will  be  problem  behaviors  for  yourself,  the 
client  or  otners.  Tne  following  steps  can  prevent  the  occurrence  of  behavior  ' 
probleiTis  and  help  manage  a problem  once  it  develops. 

KNOvV  YOUR  CLIENT;  (See  page  31  , Client  Behavioral  Information  Survey) 

Before  you  arrive,  obtain  adequate  information;  • 

• \Vhat  are  the  client's  potential  behavior  problems? 

• What  are  the  antecedents  and  consequences  of  those  problem  behaviors?  (What 

happens  before,  or  perhaps  causes  the  problems?  What  should  you  do  after  the  • 
problem  occurs?) 

• Ask  for  examples  of  typical  behavior  incidents.  • 

• What  demands  or  requests  will  the  client  understand  and  cooperate  with? 

• Has  the  client  ever  been  left  without  a parent  or  family  member?  If  so,  what 

(if  any)  was  his  reaction? 

• What  activities  does  the  client  enjoy?  What  are  his  special  skills  or  interests?  ; 

• What  are  the  client's  self-expression  skills?  How  does  he  communicate?  j 

I 

i 

vVhen  you  meet  with  the  client; 

• Ask  What  kind  of  day  he  has  had. 

• If  the  client  is  "acting"  out  wnen  you  arrive,  allow  the  parent  or  caretaker  to  i 

resolve  the  situation  before  they  leave  you  alone;  then  obtain  information  about  [ 
the  incident  (out  not  within  nearing  distance  of  the  client).  ' 

i 

• Oiscuss  "limits"  or  "rules"  of  the  house  with  parents  and  clients  before  parents  »:■ 
leave.  Make  sure  you  and  the  client  both  understand  wnat  the  client  may  or 
may  not  do. 


t: 
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SET  A POSITIVE  SITUATION: 

• Greet  your  client  by  name,  introduce  yourself,  and  shake  hands.  Try  to  make 
eye  contact.  Be  pleasant  and  tell  the  client  that  you  are  looking  forward  to 
spending  some  time  together. 

Example:  "Hello,  Mary.  My  name  is  Linda.  I'm  really  happy  to  meet  you.  I 

think  we  can  have  a good  time  together." 

• Try  to  engage  your  client  in  a pleasurable  activity  before  the  parents  or 
caregiver  leaves.  If  possiole,  have  the  client  show  you  around  the  house  and 
then  ask  what  he  would  like  to  do.  If  the  client  is  unable  to  tell  you  or  show 
you,  pick  out  an  activity  that  you  have  been  told  he  likes  and  get  started  with  it. 

• Remember  that  you  can  be  a strong  reinforcer  of  positive  behavior.  Be 
pleasant  and  compliment  the  client  regularly.  Try  to  keep  the  client  involved  in 
activities  that  are  enjoyable.  Be  generous  with  your  attention  and  praise. 

• Make  only  necessary  demands  on  your  client.  Follow  the  pre-set  limits  or 
guidelines  of  the  parents.  Don't  say  "no"  unless  you  have  to. 

• \A/hen  it  is  necessary  to  set  limits  or  make  demands,  do  so  in  a calm  but  firm 
voice.  It  is  important  to  use  courtesy  words  such  as  please  and  thank  you  even 
when  setting  limits. 

Example:  "John,  I know  you  really  want  to  eat  that  whole  gallon  of  ice  cream, 

but  you  know  you  shouldn't.  Why  don't  we  fix  you  a dish  of  it,  and 
then  maybe  you  can  have  some  more  after  supper." 

You  are  letting  nim  know  that  he  cannot  have  it  all,  and  giving  him  a chance  to 
have  some  more  later  on.  Try  not  to  make  a demand  that  gives  him  nothing  to 
look  forward  to,  i.e.,  "John,  you  can't  have  that  ice  cream!  Put  it  away  right 
this  minute!" 

If  the  client  asks  to  do  sometning  you  are  not  sure  he  is  allowed  to  do,  let  him 
know  that  you  really  can't  let  nim  do  it  now,  but  that  you  will  check  with  his  parents 
to  see  if  he  can  do  it  next  time.  Then  immediately  suggest  an  alternative  activity 
that  you  think  he  will  enjoy.  Remember  to  follow  through  with  promises. 


1 
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USE  EFFECTIVE  MANAGEMENT  PROCEDUKES: 

• Encourage  and  maintain  appropriate  behavior  by  providing  structured  daily 
routines;  enrich  the  environment  by  offering  new  and  different  activities  and 
provide  opportunities  for  the  release  of  energy  through  gross  motor  activities. 

• Use  positive  reinforcement. 

• Provide  a model  for  the  desired  behaviors. 

• Develop  a rapport  with  the  client  which  reflects  trust  and  consistency. 

BE  ALERT  TO  BEHAVIOR  INCIDENTS; 

• vVatcn  for  cues  that  could  mean  the  client  is  close  to  an  outburst.  \A/atch  for 
sudden  changes  in  "mood"  or  activity  level  — yelling,  threatening,  increased 
pacing  or  rocking  and/or  rapid  breathing.  If  your  client  is  approaching  an 
outburst,  try  to  redirect  him  if  possible.  Try  to  get  the  client  out  of  the 
situation  (or  even  the  room)  that  may  have  contributed  to  the  oncoming 
proolem. 

• Remain  calm  and  in  control  of  yourself  and  the  situation.  Your  nervousness 
may  add  to  the  client's  agitation.  Keep  you  voice  calm  but  firm  — think  before 
you  speak  to  your  client  rather  than  saying  the  first  thing  that  comes  to  mind. 

• Avoid  excessive  verbalization  --  keep  your  responses  direct  and  simple. 

• Once  the  incident  begins  and  the  client  is  self-injuring,  assaulting,  or 
destructive,  your  first  concern  should  be  to  protect  your  client  and  yourself. 
You  should  also  have  some  concern  for  the  furnishings  of  the  house,  but  not 
before  human  safety.  Your  immediate  goal  must  be  to  stabilize  the  client  by 
calming  him  down  as  quickly  as  possible. 

• During  an  incident; 

Follow  the  client's  behavior  plan  or  parental  guidelines  whenever  possible. 
Keep  your  voice  calm  but  firm,  and  directions  simple. 

Give  only  those  "commands"  which  are  aosolutely  necessary. 

Give  the  client  space  — don't  crowd  him  or  rush  up  and  try  to  stop  the 
client  unless  tnere  is  danger  of  serious  harm  to  the  client  or  others. 

Don't  make  threats  or  say  things  like,  "You'd  better  stop  or  you'll  never 
get  to  play  this  game  again,"  or  "Knock  it  off,  or  else." 

Do  try  to  calmly  remind  your  client  of  the  undesirable  consequences  of 
inappropriate  benavior. 
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« Once  the  incident  is  over  and  after  a few  minutes  of  "good"  behavior,  involve 
the  client  in  a positive  situation  in  which  he  can  again  receive  reinforcement 
and  attention. 

• After  a problem  incident,  take  time  to  pull  yourself  together.  You  will 
probably  experience  mixed  feelings  of  anger,  fear,  relief,  and  even  rejection. 
Your  client  will  probably  need  some  time  to  regroup  too.  He  may  be  upset, 
scared,  embarrassed  or  angry,  and  may  not  want  to  be  friendly  with  you  right 
away;  he  may  not  want  to  talk  at  all  for  a while. 

• Don't  dwell  on  an  incident  — once  it's  over,  it's  over!  Never  bring  it  up  later! 
The  client  probably  feels  bad  enough  and  your  reminders  can  only  make  matters 
worse. 

• When  the  parents  return,  first  emphasize  to  them  the  positive  parts  of  the  day. 
If  the  incident  was  a big  one,  speak  of  it  briefly,  but  don't  go  into  details  when 
you  are  within  hearing  distance  of  the  client.  If  the  incident  must  be  discussed 
with  tne  parents,  speak  with  them  privately,  unless  the  "behavior  plan"  says 
otherwise. 

Example:  "John  had  a pretty  good  day  today,  right  John?  We  painted  and 

watched  TV,  then  we  made  lunch  together  and  John  really  helped  a 
lot.  He  cleaned  up  after  lunch  without  my  even  asking!  Wasn't  that 
great?  This  afternoon  we  did  have  a hard  time  because  John  wanted 
to  go  out  — he  got  upset  when  I explained  that  it  was  raining  too 
hard.  But  he  calmed  down  pretty  fast,  and  the  rest  of  the  day  has 
been  terrific!  I'm  looking  forward  to  visiting  again!" 

KNOW  WHEN  TO  SAY  "NO": 

• Don't  accept  a client  you  cannot  handle  physically  or  emotionally.  You  aren't 
going  to  love  every  client  you  meet,  just  as  you  don't  love  everyone  else  you 
know.  Occasionally,  you'll  find  a client  that  you  really  don't  like  at  all.  If  you 
have  any  choice,  remember  that  you  will  not  help  the  client,  his  family  or 
yourself  if  you  accept  a client  you  don't  like  or  can't  interact  with. 

• Don't  accept  a client  you  have  inadequate  information  about.  You  could  be 
putting  the  client  and/or  yourself  in  danger. 
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• Don't  agree  to  provide  services  to  a client  you  know  could  easily  overpower  you. 

• Don't  accept  a client  who  is  totally  out  of  control  when  you  arrive  unless  you 
have  worked  with  this  same  client  under  similar  circumstances  and  have  been 
successful  in  calming  him  down.  Instead,  you  should  ask  the  parents  to  resolve 
the  situation  before  they  leave. 

KNOv^/  vA/HEiM  TO  CALL  FOR  HELP; 

• Predetermine  with  family  and/or  supervisor  a list  of  resource  persons  so  you 
will  know  whom  to  call  in  case  of  an  emergency  or  if  you  need  consultation. 

• Assess  the  situation.  Call  for  help  if  the  client.  . . 

is  in  immediate  danger  of  hurting  himself  or  others  (including  you)  and  you 
don't  feel  you  can  stop  nim; 

is  attempting  to  run  away  and  you  don't  feel  confident  that  you  can  safely 
contain  him; 

is  attempting  to  destroy  furniture  or  other  valuables,  and  is  not 
responding  to  your  attempts  to  calm  or  stop  him; 
has  already  injured  himself  and/or  you; 
has  already  run  away. 

• »/Vhat  to  do  with  the  client  while  making  a call  for  help: 

If  he  hasn't  been  responding  to  you,  he  probably  won't  now.  However,  if 
you  tell  him  you  are  going  to  call  for  assistance,  that  may  stop  the 
outburst.  Don't  use  that  as  a threat!  Simply  tell  him  that  you  will  have  to 
call  if  he  doesn't  stop. 

Calmly  go  to  a phone.  Try  to  position  yourself  where  you  can  watch  the 

client  while  maintaining  your  own  safety. 

vVhile  waiting  for  back-up,  continue  to  calm  your  client. 

When  the  back-up  arrives,  continue  directing  the  intervention  so  that  the 
client  sees  you  as  the  person  in  charge. 

KNOW  WHEN  TO  REPORT  CHANGES: 

Rule  of  Tnumb;  Report  anything  new  or  different,  ivlaintain  a simple  log  of 

the  daily  events. 

Examples; 

John  has  always  been  a person  who  rips  off  his  shirt  when  told,  "No." 
Today  when  you  said  "No"  to  him,  he  broke  a water  glass.  REPORT! 
ivlary  yells  and  threatens  when  asked  to  pick  up  after  herself.  Today  when 
you  asked  her  to  put  her  dirty  laundry  in  the  clothes  hamper,  she  punched 
you  without  warning.  REPORT! 


31 


CLIENT  BEHAVIORAL  INFORiMATION  SURVEY 


DATE: 

CLIENTj 

ADDRESS; 

DATE  OF  BIRTH; REPORTED  BY; 

1.  List  any  health  problems  (seizures,  dietary  or  activity  restriction,  endocrine 
disorders,  etc.)  and  handicaps  (vision,  hearing,  orthopedic,  etc.). 


2.  \A/hat  is  the  person's  general  level  of  ADL  skills?  Have  any  adaptive  behavior 
scales  been  administered?  If  so,  list  scale  and  results. 

Completely  independent  in 
self-care,  needs  assistance 
in  these  other  areas; 


Completely  independent  in  all 
areas 

3.  What  does  this  person  do  all  day? 

Client  works  all  day  and 
structures  his  own  leisure 
time. 

Other.  Explain: 

Client  works  or  attends 

programs  all  day,  leisure 
time  needs  to  be  structured 
by  others. 

4.  What  does  this  person  do  voluntarily?  List  spontaneous  activities  that  are 
evident. 


5.  List  several  high  frequency  activities  for  this  person  (activities  the  person 
engages  in  spontaneously). 


Nothing,  day  is  mostly 
unstructured. 

Several  hours  structured 
program. 


Completely  dependent 

Partial  skills  in  these 
areas: 


\^hom  does  this  person  spend  time  with? 


Spends  time  with  staff  and 
peers 


Prefers  peers 

Prefers  staff 

Name  persons  he  spends  time 
Is  usually  alone  with; 

vVhat  is  reinforcing  to  this  person?  How  did  you  determine  this?  List  as  many 
items  as  possible. 

Food 

Other  Material  Goods 
Activities 


Privileges 


vVhat  are  this  person's  communications 
person  follow  instructions,  etc.) 

Expressive 

Communicates  using  full 

sentences 

Uses  words  and  pnrases  only 

Uses  total  communication 

No  speech 

vVhat  environmental  factors  may  be 
person?  Explain. 

Number  of  clients  in  same 

living  area: 

Privacy lack  of  privacy 


skills  like?  (Is  speech  evident,  does  the 
Receptive 

Understands  all  or  most 

requests 

Understands  some  requests 

Does  not  appear  to  under- 
stand at  all 

related  to  problem  behaviors  in  this 

Temperature:  

Dining  situation: 


Loud  noise 


Size  of  living  area: 
Other  (describe) 
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10.  What  behaviors  seem  to  constitute  a problem  in  this  person? 
General  Categories; 

Lack  of  behavior-passivity 

Attending  skills 

Disruption  (screaming,  etc.) 

Social  skill  deficits 


Aggression/ Assault 

Self-abuse 

Destruction 

Other  (describe) 


11.  Does  there  seem  to  be  a pattern  (time  of  day,  time  of  year,  etc.)  to  the 
behavior? 


12.  What  is  the  frequency/intensity  of  the  problem  behavior(s)? 


13.  Have  any  behavioral  programs  been  carried  out  with  this  person?  If  so,  list 
them  and  your  information  source  (verbal  reports,  unit  psychology  file, 
psychology  department  file,  etc.). 


14.  Do  staff  and  others  contradict  each  other  when  asked  about  this  person's 
behavior?  If  so,  explain. 


15.  What  does  this  person  dislike?  List  as  many  items  as  possible. 


16.  What  would  direct  care  staff  like  to  have  this  person  learn? 
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17.  How  does  the  client  usually  respond  to  the  following? 


Category  of  Request  Actively  Connplies  Passively  Complies  Resists 


ADL-self  care 

ADL-residential  skills 

Program  related 
(sensorimotor,  voca- 
tional educational 
etc.) 

Leisure  activities 
rec.,  community  trips, 
sports,  etc. 

Other  - List 

TECHNIQUES  FOR  THE  PREVENTION  AND  MANAGEMENT 
OF  BEHAVIOR  PROBLEMS 


CHEMOTHERAPY; 

Historically,  chemotherapy  (the  prescription  of  drugs)  was  used  to  suppress 
self-injurious  and  aggressive  behavior.  Sedatives,  or  medication  having  calming 
side-effects,  were  commonly  used.  Because  sedation  tends  to  decrease  motor 
activity,  the  undesirable  behavior  was,  predictably,  also  descreased.  There  are, 
however,  no  studies  to  support  medication  alone  as  a successful  treatment  of 

behavior  problems. 

BEHAVIOR  MANAGEMENT  TECHNIQUES; 

All  behavior  management  techniques  are  based  on  the  "ABC"  relationship 
(Antecedent,  Behavior,  Consequence)  we  reviewed  earlier.  (See  Section  1, 

page  11  .)  Simply  stated,  all  behavior  (good  or  bad)  is  controlled  by  its 

consequences.  In  behavior  management,  the  consequence  of  a behavior  which 
results  in  the  individual  being  more  likely  to  exhibit  the  behavior  again  is  called  a 
positive  reinforcer.  Both  primary  and  secondary  reinforcements  are  used  to  teach 
new  behaviors  and  strengthen  existing  desirable  behaviors.  Primary  reinforcement 
refers  to  anything  that  satisfies  basic  needs  such  as  food,  water,  sleep,  etc.  Food 
and  drink  are  commonly  used  to  provide  the  client  with  the  motivation  to  learn  the 
behaviors  you  wish  to  teach.  Secondary  reinforcers  include  smiles,  touch,  eye 

contact  and  verbal  praise. 

Differential  Reinforcement  of  Other  Behavior; 

DRO  is  a technique  for  teaching  new  behavior  by  providing  reinforcement  for 
the  performance  of  any  behavior  other  than  the  one  you  are  trying  to  eliminate.  As 
a treatment  of  SIB,  DRO  attempts  to  increase  the  occurrence  of  other,  non-SIB,  by 
reinforcing  these  other  responses.  A DRO  procedure  can  be  applied  in  any  setting 
and  to  any  behavior. 

Example; 

0 Start  by  selecting  positive  reinforcers.  Social  attention  is  often  valued  as  a 
reinforcer;  if  not,  it  can  be  paired  with  a primary  reinforcer  (i.e.,  food,  drink) 
so  as  to  acquire  its  own  reinforcer  value. 
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• The  client  will  receive  the  reinforcers  only  when  not  exhibiting  the  target 
behavior.  If  he  is  simply  sitting  in  a chair  or  walking  down  a hallway  without 
self-injuring,  he  will  be  told,  "Sam,  that's  good  that  you  are  sitting  calmly,"  or 
"Sam,  it's  good  to  see  you  walking  with  your  hands  by  your  sides." 

• In  any  setting,  the  occurrence  of  the  target  behavior  should  not  be  positively 
reinforced.  If  there  is  no  program  in  the  plan  of  care  and  the  target  behavior 
poses  a substantial  risk  of  physical  harm,  the  provider  should  give  the  individual 
the  guidance  necessary  to  prevent  injury.  (Refer  to  DMH  regulations  in 
Reference  Section.) 

• The  schedule  according  to  which  reinforcement  is  provided  m.ay  vary  as  the 
client  learns  to  perform  behaviors  "other  than"  target  behaviors.  Beginning 
with  the  constant  reinforcement  of  all  non-targeted  responses,  staff  can  move 
to  reinforcing  "desirable"  behavior  only  after  it  has  been  maintained  for  a 
specific  length  of  time. 

Token  Economy; 

This  technique  applies  the  principles  of  DRO  utilizing  "tokens"  to  reward  the 
individual  for  periods  of  time  free  of  the  undesirable  behavior. 

Important  factors  in  implementing  a token  economy  system  with  a severely 
retarded  client  involve  establishing  tokens  as  valued  reinforcers  and  teaching  the 
client  to  wait  to  exchange  them  for  desirable  items  or  privileges. 

Example; 

• Initially,  the  client  receives  a token  (i.e.,  poker  chip)  following  a short 
period  of  time  during  wnich  no  SIB  has  occurred.  This  may  be  thirty 
seconds  or  two  minutes,  depending  on  the  frequency  of  the  SIB.  The 
initial  interval  should  be  brief  to  allow  the  client  the  greatest  possibility 
of  receiving  tokens.  For  example,  if  the  client  doesn't  seem  to  be  able  to 
maintain  more  than  two  minutes  free  of  SIB,  you  may  want  to  set  the 
interval  at  one  and  a half  minutes  to  assure  that  he  will  succeed.  In  the 
early  stages  of  training,  the  tokens  should  be  immediately  exchanged  for 
the  client's  selection  of  a desired  item  (i.e.,  gum  drop).  This  immediate 
delivery  of  reinforcement  helps  build  a link  betwen  the  token  and  the 
reward  (reinforcer). 
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• Once  immediate  token  exchange  has  been  established  in  controlling  the 
client's  SIB,  and  the  client  has  learned  to  value  the  tokens,  a short  time 
delay  is  introduced  between  exchange  of  token  and  receipt  of  desired 
item.  This  may  be  as  short  as  three  seconds  and  then  gradually 
increased.  The  purpose  of  the  increasing  delays  is  to  build  the  client's 
tolerance  of  delayed  reinforcement  so  as  to  gradually  require  that  he  have 
three,  four  or  five  tokens  before  being  allowed  to  exchange  them  for  a 
desired  item.  The  goal  is  to  minimize  the  amount  of  reinforcement 
necessary  to  maintain  "good"  behavior. 

• If  SIB  does  occur,  the  client  may  be  required  to  give  back  some  of  the 
tokens  he  has  saved  and  the  time  interval  is  recycled. 

Contingency  Contracts; 

These  refer  to  written  or  verbal  agreements  between  client  and  provider 
whereby  specified  client  behaviors  will  result  in  positive  or  negative  responses  by 
the  provider. 

Example; 


CLIlNT  (Amy) 

If  Amy  doesn't  hit  her  sister  during 
lunch  . . . 

If  Amy  tnrows  her  clothes  on  the 
floor  . . . 

If  Amy  helps  set  the  table  . . . 

If  Amy  doesn't  bite  her  hand  all 
morning  . . . 


PROVIDER  (Jean) 

Jean  will  give  Amy  an  extra  helping 
of  cake. 

Jean  will  send  her  to  bed  an  hour 
earlier. 

Jean  will  take  her  for  a walk  after 
the  meal. 

Jean  will  give  her  extra  dessert. 


Extinction; 

The  extinction  procedure  refers  to  the  withholding  of  all  reinforcement 
following  an  undesirable  behavior. 

Extinction  has  been  found  to  work  more  effectively  in  eliminating  "new" 
behaviors.  It  results  in  an  increase  in  the  response  rate  prior  to  a decrease.  Its 
application  to  "old"  behaviors  can  result  in  a change  in  the  form  of  behavior. 
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An  obvious  concern  when  applying  this  procedure  to  physical  assault  or  SIB  is  I 
the  potential  for  further  injury  by  the  client.  Since  it  basically  allows  for  the  j 
behavior  to  occur,  and  provides  only  that  any  social  attention  or  other 
reinforcement  of  the  behavior  be  withheld  directly  following  the  behavior,  it  creates 
a risk  of  physical  injury.  Unless  the  behavior  is  incurred  with  such  low  intensity  as 
to  assure  that  no  physical  harm  would  be  sustained  from  it,  extinction  should  not  be 
the  treatment  of  choice. 

Time-Out; 

Time-out  is  a form  of  extinction  procedure  prescribing  that  access  to  all  forms 
of  reinforcement  be  removed  from  an  individual  for  a fixed  period  of  time  directly 
following  the  occurrence  of  an  inappropriate  behavior.  NOTE;  Use  time-out  only  if 
the  withdrawal  of  all  attention  and  interaction  does  not  place  the  client  in  danger  of 
self-injury. 

I 

• Exclusionary  Time-Gut  involves  removing  the  client  from  a reinforcing  j 

i 

situation  and  placing  him  in  an  isolated  area  where  he  is  unable  to  receive  any  < 
form  of  social  attention  or  interaction  or  other  reinforcement  for  a specified 
period.  (Modifications  using  padded  chairs  may  be  used  to  prevent  injury.  Use 
only  when  the  situation  from  which  the  client  is  removed  is  reinforcing  to  him. 

Be  sure  that  the  client  is  returned  to  the  same  situation  — demands/chores,  etc. 

— following  time-out.) 

• Non-Exclusionary  Time-Out  involves  withholding  attention  from  the  client 
following  the  occurrence  of  a specified  behavior.  However,  the  client  remains 
in  the  same  environmental  setting.  During  this  time,  the  provider  usually 
increases  the  attention  given  to  others  within  the  same  environment  to  heighten 
the  contrast. 

Relaxation  Therapy  refers  to  a variety  of  training  tecnniques  used  to  teach  clients 
how  to  be  aware  of  the  sensation  of  tightness  in  muscle  groups  involved  in  SIB  and 
aggressive  behavior  and  how  to  relax  these  muscle  groups. 

Since  relaxation  is  incompatible  with  the  muscle  tension  required  for  SIB  and 
aggressive  behavior,  this  technique  has  proven  to  be  a popular  and  effective  means 
of  reducing  the  symptoms  of  problem  behaviors. 


Section  4:  PROBLEM  BEHAVIORS/SYNDROMES 
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AUTISM 


DEFIiMI  riON; 

The  following  definition  has  been  adopted  by  the  National  Society  for  Autistic 
Children. 

Autism  is  a severely  incapacitating  lifelong  developmental  disability 
which  typically  appears  during  the  first  three  years  of  life.  It  occurs  in 
approximately  five  out  of  every  10,000  births  and  is  four  times  more 
common  in  boys  than  girls.  It  has  been  found  throughout  the  world  in 
families  of  all  racial,  ethnic  and  social  backgrounds. 

The  term  "early  infantile  autism"  was  first  used  in  1944  by  Kanner  to  describe  a 
group  of  children  who  exhibited  specific  behaviors  which  differed  from  the  norm. 
As  a result  of  extensive  research  since  that  time,  autism  is  today  understood  as  a 
developmental  disaoility  wnich  is  usually  detected  or  diagnosed  by  the  second  or 
tnird  year  of  a child's  life.  Characteristics  of  the  disorder  include  the  following: 

1.  affect  isolation 
1.  apparent  sensory  deficit 

3.  speecn  disorders 

4.  absence  of  play  behavior 

5.  self-stimulatory  behavior 

6.  self-injurious  and/or  tantrum  behavior 

These  characteristics  may  be  observed  within  the  first  30  months  of  life  for  a 
diagnosis  of  autism  to  be  made  (Rutter  and  Schopler,  1978).  Intellectual  retardation 
may  or  may  not  be  present. 
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THE  SIX  BEHAVIOR  CHARACTERISTICS  OF  AUTISM: 

1.  Affect  Oisorder; 

The  affect  (emotional  response)  of  the  autistic  child  is  different  from  that 
of  the  normal  child.  \Vhile  the  normal  child  will  smile  when  spoken  to  in  a 
friendly  manner,  or  will  cry  when  punished,  the  autistic  child  does  not  always 
display  similar  behaviors  under  similar  circumstances.  When  one  tries  to 
engage  the  autistic  child  in  a friendly  interaction,  the  child  may  respond  by 
looking  blankly  at  the  individual.  Autistic  children  have  been  observed  to  laugh 
at  inappropriate  times,  such  as  when  being  punished.  These  children  may  also 
cry  for  no  apparent  reason.  Social  development  is  limited  in  the  autistic  child. 
While  normal  children  will  seek  out  others  to  play  with,  the  autistic  child  rarely 
approaches  another  child  for  similar  activities.  The  autistic  child  may  appear 
withdrawn,  as  though  he  prefers  to  be  left  alone.  On  the  other  hand,  the 
autistic  child  can  appear  to  enjoy  physical  interactions  at  times  --  being  tickled 
by  an  adult  or  receiving  an  occasional  hug  from  someone.  The  social  behaviors 
exhibited  by  the  autistic  individual  are  not  consistent  and  are  often  not 
appropriate  to  the  situation.  Emotion  is  not  demonstrated  as  it  is  in  the  normal 

Child. 

2.  Sensory  Oisorder; 

The  autistic  child's  ability  to  see,  hear,  taste,  touch,  and  smell  all  test  to 
be  within  normal  range,  however,  the  responses  he  makes  to  the  environmental 
stimuli  are  inconsistent.  In  fact,  there  are  times  when  the  autistic  child  may 
seem  to  be  blind  or  deaf  due  to  his  unresponsiveness  to  environmental  sights  and 
sounds.  Conversely,  there  are  times  when  seemingly  insignificant  stimuli  will 
cause  the  child  to  pay  attention  and  respond.  The  autistic  child  may 
demonstrate  no  apparent  response  to  a loud  sound  made  within  close  range,  yet 
may  cry  and  hit  himself  whenever  he  hears  the  faint  sound  of  the  elevator 
outside  the  classroom. 


42 


Similarly,  a child  with  this  disorder  may  appear  not  to  see  the  toy  which  is 
held  up  in  front  of  him,  but  will  consistently  look  for  and  locate  small  particles 
of  dust  on  the  table,  ^hen  working  with  autistic  children,  one  frequently  tries 
to  eliminate  all  extraneous  stimuli  in  order  to  enhance  the  child's  ability  to 
focus  attention  on  the  learning  materials.  Yet,  even  the  observant  teacher  who 
believes  he  has  covered  all  bases,  may  discover  that  the  child  is  paying 
attention  to  the  ring  on  his  finger  rather  than  the  card  which  he  is  holding  in  his 
hand.  While  examples  used  have  involved  only  the  auditory  and  visual  senses,  it 
should  be  noted  that  other  senses  can  be  affected  similarly.  For  example,  the 
child  may  appear  not  to  feel  pain  or  cold.  The  autistic  individual  is  inconsistent 
in  the  responses  he  makes  to  the  environmental  stimuli. 

3.  Speech  Disorders; 

The  autistic  individual  exhibits  severe  communication  difficulties,  with 
specific  disorders  and  degrees  of  impairment  varying  from  child  to  child.  Some 
children  may  never  develop  speech,  while  others  exhibit  speech  for  a year  or 
two  and  then  lose  it.  Rimland  (1964)  estimates  that  half  of  all  autistic  children 
are  mute,  i.e.,  they  are  without  speech.  Those  autistic  individuals  who  develop 
speech  may  always  experience  some  difficulty  in  using  it  to  communicate. 
Echolalia  is  one  specific  speech  disorder  which  is  frequently  observed.  The 
echolalic  child  will  repeat  words  or  phrases  just  heard.  There  is  little  or  no 
meaning  attached  to  this  speech.  For  example,  the  teacher  asks  the  child 
"What  is  your  name?";  the  child  responds,  "What  is  your  name?"  Not  only  are 
the  words  the  same,  but  oftentimes  the  tone  and  inflection  are  also  imitated. 
Delayed  echolalia  is  similar  in  that  it  is  a meaningless  repetition  of  words  or 
phrases,  but  it  occurs  after  some  time  has  passed  since  the  words  were  first 
heard.  For  example,  Albert  was  often  heard  saying  phrases  which  his  teacher 
frequently  used,  particularly  when  reprimanding  him. 
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For  those  individuals  who  can  use  speech  to  communicate,  there  still  may 
be  problems  present.  Pronouns  may  be  misused.  The  child  who  says,  "You  want 
a cracker"  may  actually  mean,  "I  want  a cracker."  The  autistic  individual  may 
experience  difficulty  in  using  sentences,  speech  may  be  stilted  and  fragmented. 
Additionally,  it  may  appear  that  speech  does  not  come  easily  to  the  autistic 
individual  (Rutter,  1966).  There  may  be  a quality  of  formality  to  the  speech  of 
the  autistic  individual.  The  inflection  of  the  autistic  person's  language  may  be 
absent  or  flat,  i.e.,  the  speech  may  be  monotone  without  indicating  any 
emotional  quality.  While  all  autistic  children  experience  difficulties  with 
speech,  each  child's  problem  is  unique,  requiring  an  individualized  program  of 
remediation. 

4/5.  Self-Stimulation/ Absence  of  Play: 

These  two  characteristics  will  be  discussed  together  since 
self-stimulatory  oehaviors  are  often  observed  when  one  would  nbrmally  expect 
to  see  play  behaviors  during  free  time.  When  a normal  child  is  given  the 
opportunity  to  explore  a roomful  of  toys,  he  will  usually  use  the  toys  for  their 
intended  purpose  or  will  manipulate  the  toy  until  he  determines  what  that 
purpose  is.  The  child  is  even  observed  to  use  toys  for  make-believe  play.  On 
the  other  hand,  the  autistic  child  will  often  demonstrate  one  of  two  behaviors: 

• He  will  ignore  the  toys,  referring  to  either  flap  the  laces  of  his  shoe,  to 
twirl  his  fingers  in  front  of  his  eyes,  to  rock  back  and  forth,  to  spin  in 
circles,  etc.;  or, 

• He  will  pick  up  a toy  only  to  hold  it  up  to  his  ear  while  tapping  his  fingers 
against  it;  he  will  flap  the  string  rather  than  put  the  beans  on  it;  he  will 
spin  the  book  rather  than  look  at  the  pictures,  etc. 
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The  autistic  child  does  not  learn  to  play  as  do  other  children,  through 
modeling  or  experimentation.  He  often  has  to  be  taught  to  play.  Rather  than 
play,  the  autistic  child  engages  in  self-stimulatory  behaviors.  This 
self-stimulatory  behavior  is  not  limited  to  periods  of  free  time  and  can  greatly 
impede  learning.  Recent  developments  in  the  fields  of  education  and 
psychology  suggest  that  play  may  be  acquired  more  readily  if  toys  or  games  are 
used  which  offer  the  same  sensory  feedback  as  the  preferred  self-stimulatory 
behavior  of  the  child.  For  example,  the  child  who  engages  in  frequent  visual 
stimulation  such  as  hand  flapping  and  twirling  objects,  could  be  taught  to  play 
with  kaleidoscopes  or  pinwheels  as  initial  steps  in  developing  play  behaviors. 
The  child  who  frequently  rubs  his  hands  together  or  against  objects  could 
possibly  learn  to  mold  clay  as  an  appropriate  play  behavior.  Self-stimulatory 
behaviors  are  very  resisitant  to  elimination  and  can  impede  the  development  of 
new,  appropriate  behaviors,  including  play. 

6.  Self-injurious  and  Tantrum  Behavior; 

These  last  behaviors  are  often  the  problems  which  result  in  the  exclusion 
of  the  autistic  child  from  activities  and  programs.  As  described  with  other 
characteristic  behaviors,  the  frequency  and  intensity  of  self-injury  and 
aggression  vary  from  child  to  child;  yet,  whatever  the  degree,  these  are  serious 
problems.  These  behaviors  take  the  form  of  hits,  kicks,  pinches,  bites,  etc., 
directed  toward  either  oneself  or  another.  Some  children  have  developed  such 
severe  forms  of  self-injury  that  they  have  permanently  damaged  themselves. 
Some  children  are  aggressive  toward  others.  With  both  these  tantrum 
behaviors,  it  should  be  noted  that  the  child  does  not  necessarily  appear  upset 
before  exhibiting  these  behaviors.  Pamela  was  frequently  observed  to  be 
laughing  one  minute  and  next  hitting  her  head  against  the  table.  These 
problems  demand  immediate  correction.  Behavioral  techniques  have  proved  to 
be  most  effective  with  these  behaviors  as  with  other  behavioral  difficulties  of 
autism. 
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DEVELOPMENTAL  CHARACTERISTICS  OF  AUTISTIC  INDIVIDUALS: 

Infancy-Early  Childhood  (0-6  Years); 

Although  autism  may  not  be  diagnosed  until  a child  is  two  or  three  years  old, 
when  asked  to  recall  the  behavior  of  their  child  as  an  infant,  parents  will  often 
remember  behavior  patterns  which  were  different  from  those  normally  expected. 
Specifically,  the  autistic  infant  does  not  readily  establish  patterns  or  routines  with 
regard  to  feeding,  sleeping,  and  elimination.  Additionally,  the  infant  does  not 
appear  to  anticipate  being  picked  up.  The  normal  child  often  responds  by  becoming 
alert,  raising  his  arms,  while  the  autistic  child  will  not  respond  in  a similar  manner. 
Crying  may  be  more  marked  in  the  autistic  child  than  it  is  in  the  normal  child.  As 
the  child  grows  into  early  childhood,  additional  behavioral  abnormalities  are 
observed.  The  autistic  child  does  not  make  and/or  maintain  eye  contact  with  others 
as  does  the  normal  child.  As  discussed  previously,  responses  to  environmental 
stimuli  may  be  erratic  and  at  times  seemingly  absent.  The  child  may  also  appear  to 
withdraw  at  tiines.  ^Vhile  the  child  experiences  these  behavioral  difficulties,  it  is 
important  to  note  that  oftentimes  the  child  appears  to  be  physically  healthy,  with 
motor  milestones  developing  normally.  Speech  may  be  delayed. 

Middle  Cnildhood  (6  - 12  Years): 

As  the  autistic  child  grows  he  continues  to  experience  difficulties  with  speech. 
Additionally,  the  child  is  at  an  age  when  difficulties  in  learning  begin  to  be  realized 
by  others.  The  child  may  become  increasingly  aggressive  and  self-injury  may 
develop.  Activity  levels  may  appear  abnormal.  The  child  may  seem  to  be  more 
active  than  his  normal  peers.  Play  does  not  develop  as  it  does  with  other  children, 
in  fact  the  autistic  child  may  choose  to  be  apart  from  other  children,  not  seeking 
inclusion  in  group  activities.  The  ritualistic  and  compulsive  behaviors  described 
previously  may  be  observed  during  this  stage  of  the  child's  growth. 

Adolescence/ Adulthood  (12  years  and  older); 

The  older  autistic  person  continues  to  demonstrate  social  difficulties.  The 
development  of  friends  is  lacking  as  is  a certain  sense  of  social  awareness.  The 
autistic  adolescent/adult  may  appear  to  be  insensitive  to  the  feelings  of  others.  The 
autistic  individual  may  not  perceive  that  some  statements  should  not  be  made  at 
certain  times.  There  is  greater  difficulty  in  obtaining  vocational  placement  with 
autistic  individuals  than  with  non-handicapped  individuals;  one  major  factor  could  be 
an  apparent  lack  of  motivation.  The  autistic  individual,  unlike  his  normal  peer,  does 
not  work  consistently  and  well  without  frequent  prompts. 
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TrlEATiVlENT  OF  AUTISM: 

There  are  three  major  approaches  to  the  treatment  of  autism; 

• Psychogenic  model 

• Biological  model 

• Behavioral  model 

The  first  two  approaches  focus  on  determining  the  cause  of  the  syndrome,  with 
treatment  directed  at  alleviating  this  cause.  The  third  approach  concerns  itself 
with  the  observable  responses  made  by  the  autistic  individual;  appropriate  behaviors 
which  are  not  present  must  oe  taught  and  inappropriate  behaviors  must  be 
eliminated. 

Psychogenic  Model; 

Proponents  of  the  psychogenic  model,  including  Kanner  and  Bettleheim,  view 
autism  as  a condition  caused  by  cold  and  rejecting  parents.  The  hypothesis  is  that 
these  parents  do  not  want  their  child  and  as  a result  of  this  rejection,  the  child 
withdraws.  Under  this  model,  the  treatment  of  choice  is  psychotherapy  for  the 
parents. 

The  most  disturbing  fact  about  this  model  is  that  it  is  of  little  or  no  benefit  to 
the  autistic  individual.  Research  conducted  over  years  of  implementation  of  this 
form  of  therapy  demonstrates  little  change  in  tne  autistic  child.  In  addition,  many 
parents  have  been  unjustly  told  that  they  are  responsible  for  their  child's 
disturbance.  \A/ing  (1960)  cites  several  factors  which  detract  from  this  theory;  (1) 
parents  of  autistic  children  often  have  normal  children  as  well;  (2)  children  who  have 
not  had  the  opportunity  to  live  with  caring  parents,  e.g.,  children  who  have  been 
institutionalized  since  birth,  do  not  demonstrate  a higher  incidence  of  autism  than 
other  members  of  the  general  population;  and  (3)  this  theory  is  not  supported  by 
scientific  evidence. 

Biological  Model; 

Oppenheim  (1974)  describes  four  variables  which  lend  support  to  the  hypothesis 
that  the  cause  of  autism  is  biological;  (1)  several  of  the  behaviors  noted  during 
infancy,  such  as  difficulties  in  establishing  routines  of  feeding,  are  characteristic  of 
brain  damage;  (2)  there  is  a higher  incidence  of  autism  in  males  than  in  females;  (3) 
in  almost  all  cases  of  autism  involving  identical  twins,  both  twins  are  handicapped; 
and  (4)  some  characteristics  suggest  a disturbance  of  the  central  nervous  system. 
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The  specific  physiological  malfunction  suggested  as  the  cause  varies  among 
individuals  in  the  field.  Various  theories  include;  (1)  the  presence  of  a recessive 
gene;  (2)  incomplete  development  of  the  central  nervous  system;  and  (3)  a 
biochemical  or  metabolic  disorder  (Kozloff,  1973).  At  this  point,  there  is  no  reliable 
> evidence  to  conclude  that  any  of  these  problems  cause  autism.  Guthrie  and  Wyatt 
(1975)  found  ".  . .no  consistent  evidence  for  a biochemical  cause  . . .".  While  the 
supporters  of  this  model  continue  to  research  possible  causes,  most  suggest  a 
1 present  need  for  remedial  education  (Oppenheim,  1974). 

Behavioral  ivlodel: 

■ 

1 The  third  and  most  successful  form  of  treatment  is  that  advocated  by  the 
behavioral  model.  Proponents  of  this  model  point  out  that  a behavior  is  maintained 
by  the  environmental  conditions  which  surround  the  behavior.  The  behaviorist 
observes  the  individual  to  determine  what  events  occur  immediately  before  a 
response  is  exhibited  (antecedents)  and  which  events  occur  immediately  after  the 
behavior  is  exhibited  (consequences).  These  environmental  conditions  are  then 
altered  or  manipulated  to  either  increase  a desired  response,  or  decrease  an 
inappropriate  response.  When  operating  within  this  framework,  one  assesses  the 
needs  of  the  child,  designs  an  individualized  program  to  meet  these  needs, 
implements  this  program  using  behavioral  techniques,  and  closely  monitors  the 
effects  of  this  program  through  data  collection  and  evaluation. 

This  approach  has  been  demonstrated  to  be  most  successful  in  helping  autistic 
individuals  to  better  function  within  natural,  heterogeneous  communities. 


RUMINATION  AND  REGURGITATION 


INTRODUCTION; 

Rumination  Syndrome,  psychogenic  vomiting,  chronic  regurgitation  and 
merycism  are  terms  which  have  been  used  with  varying  degrees  of  specificity  to 
describe  a group  of  maladaptive  feeding  behaviors  in  which  previously  ingested  food 
is  brought  back  into  the  oral  cavity  and  either  expelled  (vomited)  or  reingested  after 
having  been  rechewed  (ruminated). 

Rumination  is  a life-threatening  condition  which  is  of  special  concern  to  those 
who  provide  services  to  developmentally  disabled  persons,  since  its  occurrence  is 
much  higher  among  this  population  than  among  the  general  population. 

A number  of  methods  have  been  used  to  successfully  treat  rumination,  but  little 
has  been  done  to  integrate  these  treatments.  This  presentation  is  an  attempt  to 
incorporate  the  most  effective  of  these  methods  into  a comprehensive  hierarchy 
which  can  be  used  as  a guide  to  treatment. 

PREVALENCE; 

Normal  Population;  Rumination  and  regurgitation  can  occur  at  any  age,  but  onset  in 
childhood  is  most  often  seen  in  the  first  year  of  life.  Because  there  is  less  likelihood 
of  fully  reingesting  regurgitated  food  at  this  age,  the  condition  is  more 
life-tnreatening  tnan  it  is  when  the  child  is  older. 

ivlentally  Retarded;  Rumination  and  regurgitation  occur  more  frequently  among  this 
population  than  the  general  population  because; 

• the  probability  of  an  underlying  anatomical  abnormality  is  greater  than  in  the 
normal  population; 

• this  population  is  often  institutionalized  and  changes  in  caretakers  are  common; 
thus,  client  reactions  to  change  and  relationship  loss  may  be  manifested  in  this 
manner. 

BEHAVIORAL  CHARACTERISTICS; 

The  person  may  seem  detached  from  his  surroundings.  Autistic  posturing, 
excessive  genital  and  fecal  play,  body  rocking,  head  rolling  and  banging  are  seen 
more  frequently  in  ruminators. 


ITREATMENT  HIERARCHY; 

The  following  hierarchy  is  ordered  from  less  restrictive  to  more  restrictive 
models.  The  client's  nistory  and  medical  condition  determine  where  on  the 
hierarchy  treatment  begins; 

1.  Search  for  a treatment  of  underlying  medical  problems. 

2.  Provide  a nurturing  type  relationship  which  closely  corresponds  to  the 
individual's  developmental  level. 

3.  "Fading"  food  consistency  --  gradually  change  the  consistency  of  the  food  from 
liquid  to  solid.  ("Fading"  is  a behavioral  term  which  implies  a gradual  process.) 

4.  Implement  games  and  oral  stimulation  during  meals  to  get  the  client  more 
actively  involved  in  the  feeding  process.  (This  technique  is  useful  only  with 
clients  who  cannot  feed  themselves.) 

5.  Food  satiation  --  feeding  the  client  unlimited  amounts  of  food. 

Behaviorally,  this  technique  makes  reingestion  of  vomitus  less  reinforcing; 
Psychodynamically,  the  client's  need  for  nurturance  is  met  so  abundantly 
that  there  is  no  need  to  "feed  oneself  from  within". 


TREATMENT; 

There  are  three  major  treatment  orientations,  each  of  which  is  rooted  in  a 
' different  theory  of  the  origin  of  the  rumination  syndrome. 

Medical; 

This  treatment  attributes  the  syndrome  to  specific  organic  causes  such  as  hiatal 
hernia,  pyloric  stenosis,  esophogeal  insufficiency  and  other  gastrointestinal 
abnormalities.  Abnormal  eating  patterns  such  as  insufficient  mastication,  rapid 
i eating  and/or  overeating  may  also  play  a role.  Treatment  depends  on  the  specific 
disorder.  If  the  individual  has  an  organic  abnormality  such  as  hiatal  hernia,  special 
? feeding  and  positioning  techniques  and  thickened  feedings  have,  in  most  cases, 
I proven  effective.  If  rumination  persists,  corrective  surgery  has  been  successful.  In 
1 cases  of  insufficient  mastication  (chewing),  rapid  eating  and/or  overeating, 
re-education  to  develop  appropriate  eating  patterns  has  eliminated  rumination. 
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Psychodynamic; 

This  viewpoint  attributes  the  syndrome  to  the  lack  of  or  disruption  of  a close 
mother/infant  relationship,  maternal  psychopathology,  lack  of  external  stimulation  3 
and  environmental  stressors.  Treatment  focuses  on  re-establishing  a close  f 
mother-infant  relationship  or  its  close  equivalent.  Correcting  the  emotional  1 
deficiency  in  the  environment  of  the  individual  has  proven  to  be  very  effective  in  ! 
controlling  rumination.  Where  the  mother's  psychopathology  is  a factor,  the  child  | 
may  be  hospitalized  while  providing  the  mother  with  therapy  and  parenting  | 
education.  Maternal  psychopathology  is  not  necessarily  the  only  cause  of  > 
rumination.  Any  factors  which  deprive  the  infant  of  an  intimate  and  stimulating  1 
relationship  may  increase  the  risk  that  the  disorder  will  develop. 

Behavioral; 

This  theory  holds  that  the  rumination  is  a learned  behavior,  i.e.,  the  infant  is 
provided  with  attention  upon  the  occurrence  of  the  behavior.  Treatments  have 
consisted  of  standard  behavior  management  procedures  using  differential 
reinforcement  schedules; 

• Differential  reinforcement  of  other  behaviors  (DRQ)  is  a procedure  in  which 
reinforcement  is  given  for  any  behavior  except  the  target  behavior. 

• Omission  training  involves  positive  reinforcement  for  the  absence  of  the  target 
behavior  for  a specified  time. 

• Differential  reinforcement  of  incompatible  behaviors  (DRI)  involves  the 
presentation  of  a reinforcer  for  a behavior  which  is  incompatible  with  the 
targeted  behavior,  i.e.,  swallowing  is  incompatible  with  regurgitation. 
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PICA 

Pica  is  the  craving  for  or  eating  of  substances  that  have  no  nutritive  value.  The 
word  "pica"  is  derived  from  the  Latin:  pie,  picus,  pagoie  - a genus  of  birds  that  eat 
indiscriminantly.  Examples  of  substances  eaten  are  dust,  string,  shoelaces,  buttons, 
dirt,  insects,  paintchips,  feces,  and  cigarette  butts. 

I PREVALENCE; 

i Pica  is  exhibited  by  people  of  all  ages,  sexes,  and  functioning  levels.  It  even 

' I 

, occurs  in  the  normal  population.  There  appears  to  be  a higher  frequency  of  children, 

' pregnant  women,  and  mentally  retarded  clients  in  the  profound  to  severe  levels  who 
I exhibit  the  behavior,  although  there  are  no  statistics  to  support  this. 

j BEHAVIORAL  CHARACTERISTICS: 

i There  are  no  common  characteristics  about  the  pica  behavior  other  than  that 
j the  objects  ingested  are  usually  considered  unnatural  to  eat  and  could  potentially 
’ cause  physiological  harm.  There  is  significant  variation  from  client  to  client  in  the 
' frequency,  type  of  item  ingested,  side  effects  produced  and  probable  cause.  Pica 
'j  can  occur  as  occasional  incidents  (once  a week,  or  once  a month),  cyclic  incidents 
(occurring  for  a day  or  a week,  ceasing,  and  then  reappearing  again),  or  as 
continuous  incidents  where  the  client  attempts  to  ingest  items  throughout  the  day. 

i CAUSES; 

! 

ivledical 

• Vitamin  deficiency 

• ivlineral  deficiency  (particularly  iron) 

■ Dependency  on  nicotine  and  alcohol 

! • Gastro-intestinal  upset 
j*  Chemically  induced  pica 

j Developmental; 

Infants  between  the  ages  of  six  months  and  two  years  tend  to  engage  in 

exploratory  play  by  testing  out  their  environment  orally.  They  have  not  learned  to 

i 

I discriminate  between  food  and  non-food  substances.  Many  mentally  retarded  clients 
who  exhibit  pica  behavior  are  at  a mental  age  of  less  than  two  years. 

f 

1 
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Behavioral; 

Some  clients  are  reinforced  (rewarded)  by  eating  "inedible"  items; 

• They  receive  attention  for  the  behavior  --  family,  staff  and  medical  attention. 

• They  may  be  taken  to  a more  reinforcing  environment  — nursing  station, 
hospital. 

• They  experience  internal  body  changes  that  they  find  pleasurable  — nicotine 
"nigh"  (cigarette  butts),  or  alcohol  "intoxication"  (aftershave  lotion). 

f Tney  receive  edible  reinforcement  on  an  intermittent  schedule  when  they  eat 
items  on  the  floor. 

Environmental; 

Many  institutionalized  clients  in  the  past  did  not  receive  adequate  portions  of 
food.  Either  food  portions  were  not  monitored  or  other  clients  may  have  stolen  food 
from  more  passive  clients.  When  deprived  of  food  over  an  extended  period  of  time, 
the  client  compensated  by  eating  things  off  the  ward  floor,  even  if  they  were 
inediole  objects  (vomit,  feces,  string,  etc.). 

SIDE  EFFECTS 
Medical; 

Vomiting,  bowel  impaction,  intestinal  parasites,  aspiration  pneumonia, 
possioility  of  long-term  stomach  damage,  perforated  intestine,  perforated  lung,  lead 
poisoning,  other  toxic  poisoning,  aspiration  and  death.  Medical  side-effects  do  not 
always  occur  immediately. 

Behavioral; 

Hyperactivity,  assaultiveness,  self-abusiveness,  withdrawal,  increase  in 
psycniatric  symptoms  are  observable  behavioral  changes.  These  changes  can  occur 
prior  to  the  ingestion,  immediately  following  ingestion,  or  several  days  or  weeks 
after  ingestion.  Some  clients  show  clear  dramatic  oehavioral  changes  related  to 
pica  whereas  other  clients  may  show  no  change  in  behavior  at  all. 
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PREVENTION; 

• Review  client*s  record  ~ particularly  accident  reports; 

• Maintain  close  supervision,  especially  when  outdoors; 

• Maintain  a sterile  environment  --  routinely  check  floors  and  walls; 

• Designate  smoking  areas  in  the  residence  so  that  access  to  cigarette  butts  is 
limited; 

• Assure  proper  disposal  of  cigarette  butts  and  trash; 

• Dress  client  in  clothing  that  is  difficult  to  rip  (denim),  no  buttons,  slip-on  shoes 
(no  snoe  laces),  no  small  tags; 

• Select  appropriate  play  materials  — no  small  pegs,  tokens,  etc.  Be  especially 
careful  of  small  items  in  children's  games.  Provide  very  close  supervision  when 
using  small  items; 

• Check  client  regularly  to  be  sure  that  no  small  clothing  items  are  missing,  or 
that  he  doesn't  have  any  small  items  in  his  possession. 

EMERGENCY  TREATMENT; 

• If  the  client  places  something  in  his  mouth; 

Verbally  and  gesturally  prompt  him  to  spit  it  out; 

Do  not  place  your  fingers  in  his  mouth  — he  may  bite  you. 

• If  the  client  actually  ingests  something  or  you  have  reason  to  suspect  that  he 
may  have; 

Notify  medical  personnel  immediately; 

X-rays  and  observation  of  client  should  be  done  routinely  until  the  item 
passes  through  the  client's  system; 

Document  the  incident  — item  ingested,  time  and  place  of  ingestion, 
name  of  person  with  client  when  ingestion  occurred.  Do  not  hesitate  to 
document  — it  may  make  the  difference  between  life  and  death  for  the 


client. 
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LONG-TERM  BEHAVIORAL  TREATMENT: 

Preliminary  Assessment: 

• Rule  out  medical  causes  for  pica. 

• An  additional  medical  work-up  should  be  done  to  check  for  medical  problems 
that  could  be  aggravated  by  treatment,  e.g.,  ulcers,  hiatal  hernia,  heart 
condition,  etc. 

• Treatment  plan  should  be  developed  so  that  it  is  individualized  to  the  client. 

• Legal  regulations  must  be  followed  — use  the  least  restrictive  alternative; 

obtain  approval  by  Human  Rights  or  other  team;  the  client,  if  possible,  and 

consent  of  parent  or  guardian. 

Specific  Treatment  Procedures/Qptions: 

• Reinforcement  for  periods  of  time  absent  of  pica  (ORO).  Client  is  given  edible 

or  other  specific  reinforcer  for  not  eating  inedible  objects.  Time  periods  should 

be  snort  — one  minute,  five  minutes  .... 

• Brief  physical  restraint  — clients  hands  are  held  at  his  side  for  a short  interval 
following  ingestion. 

• Mechanical  restraint  — helmet  or  restrictive  clothing  is  placed  on  a client  for 
short  interval  following  ingestion. 

• Time-Out  - client  is  directed  to  time-out  chair  or  room  following  ingestion. 

• Baiting  objects  with  aversive  tasting  substances  --  aversive  tasting  objects  are 
intentionally  made  available  to  the  client  to  eat  (cigarette  butts  soaked  in 
tabasco  sauce,  lemon  juice  applied  to  strings  hanging  from  shirt  sleeve). 

• Overcorrection,  positive  practice  — ten  minutes  of  oral  hygiene,  ten  minutes  of 
personal  hygiene  (handwashing)  and  ten  minutes  of  proper  disposal  of  trash. 

• Food  satiation  --  client  is  provided  with  unlimited  quantity  of  food  throughout 
the  day  so  that  the  desire  to  eat  off  the  floor  is  eliminated. 

• Oiscrimination  training  — client  is  seated  at  a table  with  several  small  objects 
on  the  table  (some  food  items  and  some  non-food  items).  If  client  picks  up  a 
food  item,  he  is  allowed  to  eat  it  and  then  he  is  additionally  reinforced.  If  the 
client  picks  up  non-food  items,  an  aversive  consequence  follows. 
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AERQPHAGIA 

When  a person  eats,  drinks,  swallows  saliva,  smokes,  chews  gum,  or  sucks  on 
hard  candy  or  mints,  air  naturally  goes  into  the  stomach.  However,  there  are  some 
people  whose  excessive  air-swallowing  can  cause  problems  which  require  treatment. 
Typical  symptoms  of  aerophagia  include  frequent  belching,  hiccups,  swelling  (or 
distention)  of  abdomen,  and  complaints  of  pain  or  discomfort  and  hyperventilization. 

CAUSES; 

Organic  or  Physical; 

Air  swallowing  may  be  associated  with  an  organic  problem,  such  as  an  ulcer  or 
spastic  colon.  Some  people  eat,  drink,  or  swallow  air  to  try  to  relieve  the 
discomfort  of  pain.  If  a person  has  a peptic  ulcer,  or  gastritis,  or  even  a disease  of 
the  central  nervous  system,  frequent  nausea  can  be  reported.  Increased  salivation  is 
often  a reflexive  or  automatic  reaction  when  a person  feels  nauseous.  With  the 
increased  salivation  can  come  increased  air-swallowing.  If  a client  has  chronic 
sinusitis,  the  postnasal  drip  will  result  in  more  frequent  swallowing.  Poor  dental 
health,  e.g.,  cavities,  gum  infections,  can  lead  to  more  tongue  and  mouth 
movements  which  will  increase  saliva  which  is  swallowed.  Foods  like  beans, 
cabbage,  melons,  and  turnips  may  produce  excessive  gas  within  the  bowel.  If  an 
individual  has  difficulty  passing  gas  because  of  a physical  problem,  or  swallows  air 
too  much,  they  should  avoid  these  foods.  In  fact,  such  clients  usually  have  a 
prescribed  bland  diet.  Always  check  with  the  supervisor  if  there  are  questions  about 
any  of  these  items. 

Bad  Habits; 

Frequently,  air-swallowing  is  caused  by  a bad  habit  which  has  been  learned. 
Bad  habits  which  can  cause  excessive  air  swallowing  include  gulping  down  food  or 
liquids  too  fast,  drinking  too  many  carbonated  beverages  (soda,  beer)  and  excessive 
smoking.  Some  people  swallow  air  to  belch,  either  to  get  attention  or  to  try  to  get 
rid  of  previously  swallowed  air.  Young  children,  retarded  or  emotionally  disturbed 
people,  sometimes  mouth  their  hands  or  objects.  They  may  play  with  saliva  or 
hyperventilate  (that  is,  repeatedly  suck  air  in  and  out)  to  self-stimulate.  They 
swallow  more  air  at  the  same  time.  Some  people  actually  gulp  air  but  do  not  realize 
it. 
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Anxiety; 

Some  people  swallow  much  more  frequently  when  they  are  nervous  or  upset.  ^ 
Or,  they  may  hyperventilate  in  anxiety-provoking  situations  like  hospitalization! 

tjj ' 

separation  from  family,  death  of  a friend  or  family  member,  or  even  being  unable  tc 

Mi 

make  needs  or  feelings  known. 

1653^' 


OUTLOOK: 


More  often  than  not,  air  swallowing  is  caused  by  a combination  of  factors  anc 
treatment  that  must  include  medical,  educational,  and  psychological  approaches.  Ir 
the  case  of  many  people,  the  problem  is  controlled  so  as  not  to  endanger  health  oi 

1 

cause  complications,  but  the  problem  is  rarely  cured. 
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TREATMENT; 

• Make  sure  the  client  eats  slowly,  taking  small  bites  and  chewing  food  well. 

• Encourage  mealtime  as  a quiet,  relaxing  time  and  avoid  unpleasant  conversation 
and  noisy  environments. 

• Make  sure  the  client's  prescribed  diet  is  followed. 

• Encourage  and  plan  leisurely  walks  if  possible.  Even  if  the  client  u 

non-amoulatory,  a relaxing  wheelchair  walk  can  help.  | 

• Make  sure  the  client  gets  adequate  fluids  to  avoid  dry  mouth.  But  make  sure  he 

drinks  slowly  and  avoids  air  swallowing.  j 

• Make  sure  the  client  gets  regular  rest  and  sleep,  out  not  immediately  aftei 
meals.  Often  a rest  before  meals  helps. 

• If  appropriate,  suggest  a warm  soak  in  the  bathtub  to  relax. 

• If  there  is  excessive  mouthing  of  hands  or  objects,  or  if  repeated  saliva  play  is  £ 
problem,  get  the  client  involved  in  more  structured,  alternative  activities. 

• Avoid  discussing  any  personal  problems  or  complaints  around  this  client. 

• Report  to  proper  authority  (supervisor  or  doctor)  if  the  client  complains  ol 
acute  pain  or  if  distention  (abdominal  swelling)  is  unusually  great. 


SUivlMARY 


This  module  has  introduced  you  to  some  of  the  more  severe  behavior  problems 
you  inay  ehcouhter  in  your  work  with  developmentally  disabled  individuals.  While 
you  are  hot  expected  to  be  ah  expert  in  identifying  and  treating  these  problems,  it  is 
essential  that  you  uhderstahd  the  uhderlying  causes  or  conditions  which  precipitate 
these  behaviors.  Your  obervatiohs  and  accurate  reporting  could  be  critical  factors 
in  averting  potentially  life-threatening  situations.  As  part  of  the  larger  care  team, 
you  can  play  a key  role  in  maintaining  the  structure,  and  reinforcement  essential  to 
management  of  these  couhter-productive  behavioral  patterns. 
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Department  of  Mental  Health 

SECLUSION,  RESTRAINT  AND  OTHER  LIlvIITATIQNS  ON  MOVEMENT 

Chapter  400;  Respite  Care  Program  Regulations  ■ 

(These  standards  apply  to  all  programs  which  are  operated  or  licensed  by  the 
Department  of  Mental  Health  and  which  are  designated  by  the  Commissioner  as, 
mental  retardation  programs.)  ^ 


20.08;  Seclusion,  Restraint  and  Other  Limitations  on  Movement  | 

(1)  Seclusion.  Seclusion,  defined  as  the  retention  of  an  individual  alone  in  a locked 

room,  shall  not  be  employed. 

(a)  A locked  building  or  portion  of  a building  or  any  type  of  locked,  enclosed 
space,  shall  not  be  employed  as  a means  of  isolating  one  or  more  clients, 
unless  staff  remains  with  these  clients. 

(b)  Usual  means  of  egress  from  a building  or  portion  of  a building  shall  not  be! 
locked  during  waking  hours  as  a means  of  preventing  clients  from  leaving 
the  program,  unless  the  head  of  the  program  makes  written  finding  that  i 
such  a procedure  is  the  least  restrictive  means  of  protecting  one  or  more  i 
of  the  clients  affected  by  such  restriction  from  a serious  threat  to  health  : 
or  safety.  This  finding  shall  be  made  on  an  annual  basis  and  shall  include 
the  number  of  clients  requiring  protection,  the  nature  of  the  risk  faced  by 
these  clients,  and  the  appropriateness  of  placement  for  all  clients ' 
affected  by  these  restrictions.  A copy  of  this  finding  shall  be  sent  to  the 
Human  Rights  Committee  and  the  need  for  such  a restriction  noted  in  the 
client's  record. 

1.  Where  a client  is  found  by  the  head  of  the  program  to  need  such  a 
restriction,  a program  shall  be  promptly  developed  in  the  client's 
individual  service  plan  to  reduce  or  eliminate  the  behavior 
necessitating  the  restriction. 

2.  All  clients  who  are  affected  by  the  restriction,  but  do  not 
themselves  need  such  a restriction,  shall  be  permitted  free  egress  to 
the  maximum  extent  possible,  in  accordance  with  the  policies  to  be 
developed  by  the  program. 

I 

(2)  Mechanical  Restraint 

(a)  Mechanical  restraint  shall  not  be  employed  except  as  permitted  in 
divisions  1.  and  2.  below.  For  the  purpose  of  this  subsection,  mechanical  l 
restraint  shall  mean  any  device,  instrument,  or  physical  object  used  to 
confine  or  otherwise  limit  a client's  freedom  of  movement  except  when  i 
necessary  for  orthopedic,  surgical,  and  other  similar  medical  treatment  i 
purposes;  or  when  used  as  a supportive  or  protective  device,  as  defined  in 
104  CMR  20.08(5). 

1.  Mitts  may  be  used  in  all  programs  provided  they  are  used  in 
accordance  with  the  requirements  of  104  CMR  10.08(2)(a-j). 
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2.  Other  forms  of  mechanical  restraint  shall  not  be  employed  by 
programs  under  contract  with  or  subject  to  licensure  by  the 
Department.  In  programs  operated  by  the  Department,  such 
mechanical  restraint  may  be  used  only  in  accordance  with  the 
requirements  of  104  CMR  10.08(2)(a-j). 

(b)  Mitts  or  other  mechanical  restraints  may  be  used  only  in  an  emergency 
situation  to  reduce  or  eliminate  an  episode  or  substantial  risk  of  serious 
physical  assault  or  serious  self-destructive  behavior. 

(c)  Mitts  or  other  mechanical  restraints  shall  be  selected  and  employed  to 
allow  the  client  the  greatest  possible  comfort  and  to  avoid  injury  and 
mental  distress. 

(d)  Mitts  or  other  mechanical  restraints  shall  be  used  only  after  the 

documented  failure  of  less  restrictive  alternatives  and  only  as  long  as 
there  remains  a substantial  risk  of  serious  assault  or  serious 
self-destructive  behavior.  The  need  for  continuing  the  restraint  and  the 
condition  of  the  client  shall  be  assessed  at  least  every  15  minutes.  This 
check  shall  be  noted  in  the  client's  record. 

(e)  Mitts  or  other  mechanical  restraints  shall  not  be  used  without  the  prior 
written  authorization  of  a designated  physician,  the  head  of  the  program, 
or  a person  designated  to  act  in  that  capacity  when  the  head  of  the 
prograin  in  unavailable. 

(f)  An  authorization  for  mitts  or  other  mechanical  restraints  shall  be 

effective  only  as  long  as  necessary,  up  to  a maximum  of  four  hours,  and 
for  a single  application  of  the  restraint. 

(g)  All  authorizaions  for  and  documentation  of  the  use  of  mitts  or  other 

mechanical  restraints  shall  be  noted  in  the  client's  record  and  a copy  sent 

promptly  to  the  Human  Rights  Committee. 

(h)  Mitts  or  other  mechanical  restraints  shall  be  checked  at  least  every  15 
minutes  for  comfort,  body  alignment,  circulation,  and  the  need  for 
continuing  the  restraint  by  staff  trained  in  the  use  of  restraints.  An 
opportunity  for  movement  shall  be  provided  at  least  10  minutes  out  of 
every  two  hours  of  restraint,  these  checks  shall  be  noted  in  the  client's 
record. 

1.  If  the  client  remains  asleep  during  the  normal  sleeping  period, 
safety  checks  may  be  made  visually,  provided  that  there  is  no 
question  of  comfort,  body  alignment,  or  circulation.  Notation  of 
such  checks  shall  be  entered  into  the  client's  record. 

2.  If  the  client  remains  asleep  during  the  normal  sleeping  period,  the 
client  need  not  be  awakened  for  opportunities  for  movement, 
provided  that  there  is  no  question  of  comfort,  body  alignment  or 
circulation. 
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(i)  Where  the  behavior  necessitating  the  use  of  mitts  or  other  mechanica 
restraint  recurs  beyond  the  first  24-hour  period  more  than  once  within  i 
week,  or  two  times  within  a month,  a plan  shall  be  promptly  developed  tc 
systematically  respond  to  the  behavior  and  to  reduce  the  likelihood  of  it! 
recurrence. 

1.  Such  a plan  shall  be  included  in  the  client's  individual  service  plar 
and  shall  include  a list  of  less  restrictive  steps  to  be  tried  before 
employing  mitts  or  other  mechanical  restraint.  A copy  of  this  plar 
shall  be  sent  promptly  to  the  Human  Rights  Committee. 

2.  Mitts  or  other  mechanical  devices  used  in  accordance  with  such  e 
plan  shall  meet  the  requirements  of  authorization,  safety  checks, 
documentation,  and  review  set  forth  in  104  CMR  20.08(2)(a-j). 

(j)  With  the  assistance  of  the  Department,  programs  utilizing  mechanical! 
restraint  shall  train  staff  in  the  safe  and  appropriate  use  of  mechanical 
restraint. 

(3)  Chemical  Restraint.  Medication  may  be  used  in  an  emergency  situation  to 

reduce  or  eliminate  an  episode  or  substantial  risk  of  serious  physical  assault  or 

serious  self-destructive  behavior  only  in  accordance  with  this  subsection. 

(a)  Chemical  restraint  shall  be  used  only  after  the  documented  failure  of  less 
restrictive  alternatives. 

(b)  Chemical  restraint  shall  not  be  used  without  the  prior  written 
authorization  of  a physician.  Where  the  physician  is  physically  unable  to 
reach  the  person  within  five  minutes  and  such  unavailability  is  certified 
on  the  authorization  form,  a single  order  can  be  entered  by  phone; 
provided,  however,  that  such  order  is  confirmed  in  writing  within  24  hours. 

(c)  An  authorization  for  chemical  restraint  shall  be  effective  for  a single 
administration  of  the  medication.  Orders  for  the  use  of  medication  on  an 
as  needed  basis  (PRNs)  to  reduce  or  eliminate  an  episode  or  substantial 
risk  of  serious  physical  assault  or  serious  self-destructive  behavior  shall 
not  be  employed. 

(d)  Each  authorization  for  chemical  restraint  shall  be  noted  in  the  client's  | 
record  and  a copy  sent  promptly  to  the  Human  Rights  Committee. 

(e)  A notation  shall  be  made  in  the  record  as  to  tne  effect  of  the  drug  after  a \ 
clinically  appropriate  length  of  time,  as  specified  by  a physician,  but  not  ( 
to  exceed  one  hour.  In  community  programs,  these  checks  shall  be  made  t 
by  staff  trained  in  the  administration  of  medication.  In  programs  ' 
operated  by  the  Department,  the  checks  shall  be  made  by  nursing  staff. 
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(f)  Where  the  behavior  necessitating  chemical  restraint  recurs  beyond  the 
first  24-hour  period  more  than  once  a week  or  two  times  within  a month, 
a plan  shall  be  promptly  developed  to  systematically  respond  to  the 
behavior  and  to  reduce  the  likelihood  of  its  recurrence. 

1.  Such  a plan  shall  be  included  in  the  client's  individual  service  plan 
and  shall  include  a list  of  less  restrictuve  steps  to  be  tried  before 
employing  chemical  restraint.  A copy  of  this  plan  shall  be  promptly 
sent  to  the  Human  Rights  Committee. 

2.  The  use  of  iTiedication  in  accordance  with  such  a plan  shall  meet  the 
requirements  of  authorization,  safety  checks,  documentation  and 
review  set  forth  in  104  CMR  20.08(3)(a-f). 

Physical  Restraint.  Physical  holding,  involving  a restriction  on  an  individual's 
voluntary  movement,  may  be  used  to  manage  an  episode  or  substantial  risk  of 
serious  physical  assault  or  serious  self-destructive  behavior  only  in  accordance 
with  the  section.  The  firm  but  gentle  holding  of  an  individual  for  less  than  one 
minute  shall  not  be  construed  as  physical  restraint. 

(a)  Such  physical  restraint  shall  involve  the  minimum  amount  of  bodily  force 
necessary  to  manage  the  emergency  and  shall  be  used  only  after  the 
failure  of  less  restrictive  alternatives. 

(b)  As  soon  as  possible,  but  within  four  hours,  a report  shall  be  filed  with  the 
head  of  the  program  or  a designee  which  details  the  client's  behavior,  the 
action  taken,  and  the  person(s)  involved  in  applying  the  restraint.  This 
information  shall  also  be  noted  in  the  client's  record  and  a copy  sent 
immediately  to  the  Human  Rights  Committee. 

(c)  Where  the  behavior  necessitating  the  restraint  recurs  beyond  the  first 
24-hour  period  more  than  once  within  a week  or  two  times  within  a 
month,  a plan  shall  immediately  be  developed  to  respond  to  the  behavior 
in  a systematic  fashion. 

1.  Such  plan  shall  be  included  in  the  client's  individual  service  plan  and 
shall  include  a list  of  less  restrictive  alternatives  to  be  tried  before 
employing  physical  restraint.  A copy  of  this  plan  shall  be  sent 
promptly  to  the  Human  Rights  Committee. 

2.  Physical  restraints  in  accordance  with  this  plan  shall  meet  the 
requirements  of  104  CMR  20.08(4)(a-e). 

(d)  Witn  the  assistance  of  the  Department,  programs  utilizing  physical 
restraint  shall  train  ail  staff  in  safe  and  appropriate  holding  techniques. 

(e)  The  use  of  physical  restraint  by  staff  trained  in  safe  and  appropriate 
holding  techniques  shall  be  considered  the  least  restrictive  form  of 
restraint  to  be  used  whenever  possible  in  emergency  situations. 
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(5)  Supportive  and  Protective  Devices.  Supportive  and  protective  devices  may  only 
be  used  in  normative  situations  to  achieve  proper  bodily  position  and  balance  or 
to  permit  the  client  to  actively  participate  in  ongoing  activities  without  the 
risk  of  physical  harm.  Such  devices  include,  but  are  not  limited  to, 
orthopedically  prescribed  applicances,  surgical  dressings  and  gandages, 
protective  helmets,  supportive  body  bands,  and  physical  holding  in  a firm  but 
gentle  manner.  When  used  in  accordance  with  the  subsection,  these  devices 
shall  not  be  considered  a type  of  restraint. 

(a)  Such  devices  shall  be  authorized  in  the  client's  individual  service  plan  as 
the  least  restrictive  means  of  achieving  a therapeutic  objective.  The 
service  plan  shall  specify  the  intervention  to  be  used,  the  frequency  and 
duration  of  use,  and  indications  for  use  and  discontinuance. 

(b)  Such  devices  shall  be  designed  and  applied; 

1.  With  the  authorization  and  supervision  of  a qualified  professional 
designated  in  the  individual  service  plan; 

2.  In  accordance  with  the  principles  of  good  body  alignment,  concern 
for  circulation,  and  allowance  for  change  of  position; 

3.  In  accordance  with  safety  checks  and  opportunities  for  exercise  as 
specified  in  the  client's  individual  service  plan;  and 

4.  With  documentation  as  to  the  frequency  and  duration  of  use,  safety 
checks,  and  opportunities  for  exercise. 

(6)  Documentation.  All  use  of  restraints,  whether  mechanical,  chemical,  oi 
physical,  shall  be  noted  in  the  client's  record.  This  notation  shall  include: 

(a)  a description  of  the  nature  of  the  restraint; 

(b)  a description  of  the  reason  for  the  restraint,  including  the  behavior  at  the 
onset  of  the  restraint; 

(c)  the  types  of  less  restrictive  alternatives  which  were  tried; 

(d)  the  person(s)  authorizing  the  restraint; 

(e)  the  person(s)  applying  the  restraint; 

(f)  the  time  or  times  the  restraint  was  administered; 

(g)  the  duration  of  tne  restraint; 

(h)  the  checks  made  to  ensure  the  safety  of  the  client  and  to  assess  thd 
continuing  need  for  the  restraint; 

(i)  documentation  of  Human  Rights  Committee  review  of  the  use  of  the 
restraint; 
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(j)  documentation  of  monthly  restraint  reporting  to  the  Department  and 
Human  lights  Committee;  and 

(k)  notations  of  opportunities  for  exercise,  including  the  times  and  the  person 
monitoring  the  check. 

7)  Review  and  ivlonitorinq.  The  head  of  the  program  shall  submit  a monthly  report 
to  the  Department  and  the  Human  Rights  Committee  containing  the 
information  required  in  104  CivIR  20.08(6): 

(a)  A copy  of  this  report  shall  be  kept  on  file  at  the  program. 

(b)  The  Human  Rights  Committee  of  the  program,  as  defined  in  104  CMR 
20.14,  shall  review  the  use  of  all  restraints.  The  committee  shall  have  the 
authority  to; 

1.  review  all  pertinent  data  concerning  the  behavior  which 
necessitated  restraint; 

2.  obtain  information  about  the  client's  needs  from  appropriate  staff, 
relatives  and  other  persons  with  direct  contact  or  special  knowledge 
of  the  client; 

3.  consider  all  less  restrictive  alternatives  to  restraint  in  meeting  the 
client's  needs; 

4.  recommend  a program,  where  appropriate,  to  modify  the  undesired 
behavior,  in  accordance  with  any  procedural  protections  covering 
the  use  of  aversive  or  deprivation  procedures;  and 

5.  investigate  all  complaints  that  the  rights  of  a client  are  being 
abridged  or  threatened  by  the  use  of  restraint  and  generally 
supervise  and  monitor  the  use  of  restraint  in  the  program. 

(c)  The  monthly  report  shall  be  reviewed  by  a designee  of  the  Commissioner 
of  ivlental  Health  to  determine  whether  there  is  an  inappropriate  reliance 
on  the  use  of  restraint.  Such  designee  shall  make  recommendations 
concerning  necessary  technical  assistance  or  modification  of  the  program 
to  the  head  of  the  program  and  the  appropriate  Regional  Services 

I Administrator(s). 
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PROVIDING  RESPITE  CARE  - A TRAINING  PROGRAM  has  been  designed  as  a 
flexible  tool  for  trainers  of  respite  care  providers  and  home  health  aides  serving 
developmentaliy  disabled  individuals  and  their  famiiies. 

This  specialized  module  on  STRESS  AND  BURNOUT  offers  providers  an 
understanding  of  the  sources  and  consequences  of  stress  as  it  relates  to  their  work 
with  developmentaliy  disabled  individuals.  While  the  primary  focus  of  this  module  is 
on  helping  providers  to  recognize  and  alleviate  stress  in  their  own  lives,  the 
principles  and  guidelines  presented  here  should  serve  as  a valuable  resource  for 
anyone  subject  to  or  suffering  from  severe  or  chronic  stress  which  threatens  their 
health  and  productivity. 

Section  1 of  this  module  introduces  participants  to  the  "fight  or  flight" 
response,  the  body’s  automatic  reaction  to  the  pleasant  and  uj^ileasant  demands 
placed  on  it.  The  positive  and  negative  effects  of  stress  are  explored  through 
experiential  exercises,  discussions,  and  lectures. 

! Section  2 reviews  the  potentially  harmful  effects  of  unmanaged  stress  as  they 
manifest  themselves  in  serious  physical  and  psychological  conditions. 

Section  3 provides  participants  an  opportunity  to  assess  their  own  stress  level. 

Section  4 delves  into  the  special  area  of  job  stress  — the  symptoms,  causes,  and 
techniques  for  relieving  these  stresses  and  reducing  their  impact  on  other  aspects  of 
an  individual's  health  and  productivity. 

Section  5 presents  two  popular  and  effective  techniques  for  reducing  stress  — 
deep  muscle  relaxation  and  meditation. 

Section  6 outlines  five  basic  principles  for  reducing  and/or  managing  stress  and 
suggests  a practical  plan  for  assessing  sources  of  stress  and  utilizing  all  available 
resources  to  alleviate  non-productive  stressors  in  the  total  living  environment. 
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TRAINER  FACT  SHEET 

SUGGESTED  GUEST  SPEAKERS:  Psychologist  or  therapist  experienced  in  the 

diagnosis,  prevention  and  treatment  of  stress-related  conditions. 

PURPOSE;  This  module  introduces  participants  to  the  sources,  symptoms  and 
potential  consequences  of  stress.  Particular  emphasis  is  given  to  providers' 
vulnerability  to  negative  stress  and  potential  burnout  due  to  the  unique  pressures  of 
their  work  with  disabled  individuals.  Participants  will  learn  how  to  identify  stress 
warning  signals  and  how  to  manage  negative  stress  on  and  off  the  job. 

OBJECTIVES:  Upon  completion  of  this  module,  participants  should  be  able  to 

• describe  the  body's  stress  response  mechanism  — General  Adaptation  Syndrome; 

• give  examples  of  good  and  bad  stress  and  describe  how  each  activates  the  body's 
stress  response; 

• list  sources  of  stress  encountered  in  various  phases  of  the  life  cycle; 

• describe  how  personality  style  is  related  to  stress  disease; 

• give  three  or  more  sources  of  job  stress  unique  to  care  providers  and  suggest 
measures  for  coping  with  each; 

• assess  their  own  sources  of  job  stress  and  propose  specific  management 
strategies; 

• describe  the  techniques  of  Deep  Muscle  Relaxation  and  meditation  and  explain 
how  each  works  to  reduce  stress  symptoms; 

• describe  five  principles  of  stress  management. 
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INTRODUCTION 

This  workshop  is  designed  to  help  you  learn  and  practice  skills  for  coping 
effectively  with  the  stress  we  all  experience  living  in  today's  fast-paced  world. 
Every  day  each  of  use  has  to  adapt  to  unexpected  change,  a major  source  of  stress. 
In  relationships  between  the  sexes,  the  guidelines  men  and  women  once  followed  are 
no  longer  valid.  Uncertainty  and  change  are  the  norm.  Survival  itself  requires 
mental  vigilance  and  constant  adaptation.  The  price  we  pay  is  in  stress  and 
stress-related  disease. 

As  providers  of  respite  care,  you  are  probably  familiar  with  the  term 
"burnout."  Burnout  in  the  human  service  professions  has  been  defined  as  "emotional 
exhaustion  resulting  from  the  stress  of  interpersonal  contact.  When  a worker  is  no 
longer  able  to  deal  with  the  continual  stress  of  emotionally  charged  interactions 
with  clients,  the  result  is  emotional  exhaustion  or  burnout."^^  Respite  care 
providers  are  in  continual  contact  with  clients  and  their  families  and  are  highly 
vulnerable  to  burnout.  In  this  workshop  we  will  look  at  the  concept  of  burnout  as  a 
stress-relatd  response  and  take  a dual  approach  to  its  management,  focusing  on  the 
job-related  aspects  of  stress  as  well  as  the  lifestyle  aspects. 

Fueled  by  the  Protestant  work  ethic  which  keeps  us  tied  to  the  productivity 
treadmill,  our  society  tends  to  minimize  the  symptoms  and  adverse  effects  of 
stress.  Bowing  to  social  pressure,  we  suffer  pangs  of  guilt  if  we  dare  put  our 
personal  well-being  ahead  of  the  job.  Many  of  us  apply  this  philosophy  to  every 
aspect  of  our  life  and  even  "work  hard"  at  playing  and  relaxing. 

When  we  go  to  work  we  expect  the  emphasis  to  be  on  production  — how  much 
can  we  produce,  or  how  many  people  we  can  take  care  of.  This  message  is 
particularly  powerful  in  the  human  services.  The  thinking  seems  to  be  that  no 
self-respecting  organization  or  worker  would  want  it  any  other  way!  The  mutual 
expectations  of  workers  and  managers  are  setting  up  conditions  for  high  levels  of  job 
stress  and  worker  burnout. 
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Beyond  the  work  ethic,  people  who  are  attracted  to  the  human  services  have 
their  own  unrealistic  expectations  which  add  even  more  stress.  Our  goals  are  to 
help  everyone  whether  they  want  it  or  not  and  to  solve  any  and  all  problems, 
especially  the  most  difficult  ones.  We  then  proceed  to  measure  our  success  by  our 
ability  to  achieve  these  goals  without  questioning  their  feasibility;  when  we  fall  | 
short  of  total  success  we  feel  like  failures.  Since  we  expect  our  jobs  to  be  very  - 
stressful,  we  usually  don't  give  much  time  and  energy  to  managing  job  stress.  The  n 
scenario  for  many  human  service  workers  is  to  ingore  our  feelings  of  stress,  and  i 
keep  driving  ourselves  until  we  burnout  or  break  down  physically  or  emotionally. 

Most  people  tend  to  respond  sooner  to  physical  signals  of  stress  than  to  : 
emotional  or  psychological  signs  and  symptoms  of  distress.  But,  whether  physical  or  ■ 
emotional,  burnout  implies  "burned-out",  and  we  know  how  difficult  it  is  to  rekindle 
an  extinguisned  flame,  so,  early  recognition  of  potential  burnout  will  be  a primary 
focus  of  this  workshop. 

As  providers  of  respite  care  to  developmentally  disabled  persons,  you  are 

working  with  clients  who  have  problems  of  life-long  duration  and  who  will  probably 

never  become  fully  independent.  This  reality  creates  a continuous  frustration  and 

(2) 

disappointment  for  workers,  clients,  and  families.  Many  of  you  may  already 
have  experienced  the  discomfort  of  this  frustration. 

Stress  on  the  job  can  lead  to  serious  illness  and  behavior  problems.  We  don't 
usually  become  violent  when  our  jobs  become  stressful,  and  we  don't  usually 
acknowledge  that  we  feel  stress  on  the  job  until  we  reach  the  "flash  point"  and 
explode  with  anger,  develop  a serious  emotional  problem  or  become  physically  sick. 
Job  stess  can  result  in  heart  disease,  ulcers,  emotional  disturbance,  absenteeism, 
poor  job  performance  and  high  turnover  rates. 

Most  managers  are  aware  of  the  threat  to  health  and  safety  that  environmental 
hazards  on  the  job  create  and  try  to  eliminate  or  prevent  dangerous  working 
conditions.  The  concept  of  stress  in  the  workplace  is  a new  idea  that  is  slowly 
gaining  recognition  and  appears  prominently  in  the  media.  A few  organizations  are 
beginning  to  help  workers  control  job  stress,  but  the  rest  of  us  will  have  to  rely  or 
our  own  individual  efforts  to  cope  with  stress  on  the  job. 
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Each  one  of  you  could  give  examples  from  your  experience  of  stress  in  your 
work.  Most  of  you,  therefore,  probably  know  something  about  some  of  the  harmful 
effects  of  stress  such  as  high  blood  pressure,  tension  headaches,  ulcers  and 
insomnia.  But  few  people  really  understand  fully  what  stress  is,  and  how  to  prevent 
or  alleviate  some  of  these  harmful  effects.  The  major  goals  for  this  workshop  are: 

1.  To  help  you  understand  what  stress  is. 

2.  To  help  you  recognize  sources  of  stress  in  your  life,  on  and  off  the  job. 

3.  To  provide  you  an  opportunity  to  plan  management  interventions  to  help  you 
cope  with  the  sources  of  your  stress. 
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SECTION  1:  WHAT  IS  STRESS? 
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EXERCISE 


STRESS  SIMULATION 


INSTRUCTIONS; 

Proceed  with  the  following  stress  simulation; 

NARRATIVE; 

I would  now  like  to  take  you  through  an  exercise  which  should  give  you  some 
indication  of  your  own  stress  response.  Settle  back  as  comfortably  as  you  can  and 
close  your  eyes  (ten  second  pause).  I would  like  you  to  recall  a particuarly  stressful 
event  which  you  have  experienced  (ten  second  pause).  Remembering  that  stress  can 
be  anything  from  being  hit  by  a brick  to  being  embraced  by  a lover,  from  being  hired 
to  fired  (ten  second  pause).  Remember  the  event  (ten  second  pause).  The  sights, 
the  sounds,  the  taste,  the  smells  (ten  second  pause).  The  feelings,  the  emotions,  the 
thoughts  (ten  second  pause).  The  anger,  the  fear,  the  sadness,  the  elation  (ten 
second  pause).  Remember  the  person  or  persons  involved  (ten  second  pause). 
Remember  their  sadness,  their  elation  (ten  second  pause). 

Now  continue  to  recall  that  situation  in  its  entirety  (ten  second  pause).  Soon, 
we  will  be  going  around  the  room  describing  our  respective  situations  (ten  second 
pause).  Now  monitor  your  reaction,  both  physical  and  emotional  as  I tell  you  that 
we  will  not  be  sharing  our  situations  (ten  second  puse).  Open  your  eyes. 

POINTS  FOR  DISCUSSION; 

• Responses  to  the  exercise;  thoughts,  feelings,  physical  reactions. 

• Responses  to  the  exercise  as  a simulation  of  a live  experience  of  stress. 


EXERCISE 


1 1 

IDENTIFYING  STRESSFUL  SITUATIONS 


NARRATIVE: 

"Let's  begin  by  finding  out  what  you  already  know  about  identifying  stress.  I 
will  read  you  a list  of  situations  and  ask  you  to  raise  your  hand  if  you  would  consider 
any  of  them  stressful. 

• You  just  changed  to  a better  job. 

• You've  been  unemployed  for  over  six  months. 

4 You  just  celebrated  your  40th  birthday. 

• You  had  your  first  grandchild. 

• You're  finally  taking  that  vacation  you've  looked  forward  to  all  year. 

• You've  recently  received  a promotion. 

• You  scraped  a fender  on  your  new  car. 

• You  slipped  on  the  ice  and  sprained  your  ankle. 

• Your  dentist  says  you'll  need  some  work  done  on  your  teeth. 

• Your  town  has  just  been  hit  by  a major  snowstorm. 

POINTS  FOR  DISCUSSION; 

• Among  those  situations  you  rated  as  stressful,  which  would  be  positive  and 
which  negative? 

• What  types  of  physical  and  emotional  responses  would  you  experience  for  those 
' situations  you  rated  as  stressful? 

• Would  you  expect  everyone  to  respond  as  you  would  to  each  of  these 
situations?  Explain. 
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(A/HAT  IS  STRESS? 


(3) 


DEFINITION: 

The  word  "stress"  is  a frequently  used  word  that  is  not  understood  well.  He  will 
often  say  of  someone  who  is  ill  or  having  any  kind  of  problem  in  life  that  he  or  she  is 
"under  a lot  of  stress".  Hhen  we  cannot  identify  the  cause  of  physical  or  emotional 
difficulties,  we  are  likely  to  say,  "It's  all  due  to  stress".  There  may  be  more  truth  in 
this  than  we  realize,  but  it  does  not  solve  the  problem  or  cure  the  ailment  unless  we 
understand  what  stress  is  all  about.  Increasing  interest  in  stress  and  in  courses  and 
workshops  such  as  this  reflects  a growing  public  awareness  of  stress  and  its  related 
physical  and  mental  disorders. 

We  will  begin  by  defining  stress  and  the  components  of  stress.  We  will  then 
identify  some  of  the  sources  of  stress  in  our  daily  lives  and  learn  effective  ways  to 
deal  with  them. 

A growing  body  of  knowledge  about  stress  has  been  accumulated  over  the  past 
forty  years,  since  Dr.  Hans  Selye  first  developed  a theory  of  stress.  Dr.  Selye  has 
spent  most  of  his  life  conducting  research  on  stress  at  the  International  Institute  of 
Stress  at  the  University  of  Montreal.  Many  other  physicians  and  psychologists  are 
conducting  research  on  stress  that  is  contributing  to  our  understanding  and  has  led 
to  some  promising  methods  of  stress  management.  What  is  most  exciting  and 
significant  is  that  stress  researchers  are  providing  insights  into  how  the  mind  and 
body  work  together  to  produce  psychosomatic  illness  and  how  this  knowledge  can  be 
used  for  prevention. 

An  early  definition  used  by  Mans  Selye  was  "the  rate  of  wear  and  tear  within 
the  body".  Later,  Dr.  Selye  developed  a more  precise  definition:  "Stress  is  the 
body's  nonspecific  response  to  any  demand  placed  on  it,  whether  or  not  that  demand 
is  pleasant."  This  definition  is  important  because  of  Dr.  Selye's  discovery  that  the 
body  always  reacts  in  the  same  way  to  any  kind  of  change.  The  change  can  be 
emotional  or  physical,  painful  or  pleasurable.  The  change  could  be  traveling  on 
vacation,  losing  a wallet,  or  cutting  a finger.  In  all  these  situations,  we  need  to  be 
able  to  meet  the  demands  these  changes  put  on  us. 
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mi  IS  STRESS? 

Definition* 

"Stress  is  the  body's  non-specific  response  to 

ANY  DEMAND  PLACED  ON  IT  WHETHER  THAT  DEMAND  IS 
PLEASANT  OR  NOT," 


"What  matters  is  not  so  much  what  happens  to  us 

BUT 

THE  WAY  WE  TAKE  IT! 


*Hans  Seye^  M.D.;  University  of  Montreal 


GENERAL  ADAPTATION  SYNDROME  (GAS) 


(4) 


Our  bodies  will  always  respond  to  the  demands  imposed  by  change  in  three 
stages: 

1.  Alarm  reaction 

2.  Resistance 

3.  Exhaustion 

This  three-stage  response  is  called  the  General  Adaptation  Syndrome,  or  GAS. 
It  is  our  biological  coping  mechanism  that  prepares  us  for  "fight  or  flight". 

ALARM  REACTION: 

In  the  alarm  stage,  the  body  recognizes  the  stressor,  such  as  an  attacking  dog, 
or  the  dread  of  going  into  the  home  of  a demanding  and  critical  client.  The  body 
physically  prepares  for  fight  or  flight  by  sending  messages  from  the  brain 
(hypothalamus)  which  stimulates  the  pituitary  gland  to  release  its  hormones.  These 
hormones  trigger  the  adrenal  glands  to  pour  out  adrenaline.  Adrenaline  increases 
heartbeat  and  rate  of  breathing,  raises  blood  sugar  level,  increases  perspiration, 
dilates  the  pupils,  and  slows  digestion.  The  process  results  in  a huge  burst  of  energy, 
greater  muscular  strength,  and  better  hearing  and  vision  --  ail  abilities  that  you 
would  use  to  fight  or  flee. 

RESISTANCE: 

In  the  resistance  stage,  the  body  repairs  any  damage  caused  by  the  stress  and 
may  adapt  to  such  stresses  as  extreme  cold,  hard  physical  labor  or  worries.  Thus, 
we  learn  to  adapt  or  live  with  the  stress. 

Most  physical  or  emotional  stressors  do  not  last  long  and  our  bodies  are  able  tc 
keep  up  with  the  demands.  During  our  lifetime  we  go  through  the  first  two  stage 
many  times.  We  need  these  response  mechanisms  to  adapt  to  many  demands  of  dail 
living,  and  to  protect  us  from  more  serious  threats  to  our  life.  However,  if  th 
stress  continues  without  let-up,  the  body  must  remain  alert  and  cannot  repair  all  th 
damage,  thus  leading  to  the  next  stage,  exhaustion. 
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EXHAUSTION: 

Exhaustion  usually  affects  only  parts  of  the  body  and  is  temporary.  Runners  in 
the  Boston  Marathon  experience  severe  stress  in  their  muscles  and  cardiovascular 
system,  and  this  stress  leads  to  exhaustion.  But,  after  a good  rest,  they  are  back  to 
normal  and  are  looking  forward  to  the  next  race. 

If  exhaustion  continues  without  relief,  you  can  develop  one  of  the  diseases  of 
stress  such  as  high  blood  pressure,  arteriosclerosis,  migraine  headaches, 
gastrointestinal  disorders,  rheumatoid  arthritis,  or  asthma.* 
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GENERAL  ADAPTION  SYNDROnE  - G.A.S. 


1.  ALARM  REACTION; 

Increased  Heartbeat 
Increased  Rate  of  Breathing 
Bodily  Blood  Sugar  Rises 

Responses  Perspiration  Increases 

Pupils  Dilate 
Digestion  Slows 


V" 

Burst  of  Energy^  Strength 


Ready  for  Fight  or  Flight 
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2.  RESISTANCE; 


STR£SS 


THE  BODY  FIGHTS  STRESS 

By  repairing  stress-caused  damage 
By  trying  to  adapt  to  the  stress 

BUT  TOO  MUCH^  TOO  LONG 

LEADS 

TO 
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3,  STRESS  DISEASES 
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GOOD  AND  BAD  STRESS 


(5) 


INSTRUCTIONS: 

Ask  the  group  for  examples  of  good  and  bad  stress  and  list  them  on  the 
flipchart.  Then  present  the  lecture  in  your  own  words  with  examples  from  your 
experience.  Use  the  figure  as  a transparency  or  handout. 


People  often  have  difficulty  with  the  concept  of  "good"  stress.  Remember  that 
all  stress  is  a response  to  change  and  change  can  be  good  or  bad.  All  changes 
require  some  adaptation  - physical  and  mental  - whether  the  change  is  beneficial  or 
harmful. 

Is  all  stress  bad?  A life  without  stress  would  be  pretty  dull.  Stress  can  add 
excitement  and  spice  to  our  lives.  It  is  impossible  to  live  without  experiencing  some 
degree  of  stress  all  the  time.  Even  when  we  are  asleep  our  bodies  are  functioning; 
dreaming  produces  some  stress.  Looking  back  at  the  list  of  situations  you  rated 
earlier,  you  will  see  that  each  item  is  potentially  stressful.  Some  might  be 
considered  bad  stressors  that  can  cause  damage  or  discomfort,  and  others  are 
obviously  pleasurable.  When  you  embrace  your  lover  you  feel  your  pulse  race,  your 
breathing  speed  up,  and  your  heart  pound.  Would  you  want  to  give  up  this  pleasure? 
All  of  these  situations  are  subject  to  personal  interpretations.  Not  everyone 
perceives  the  same  situation  in  the  same  way;  what  is  stressful  for  me  may  not  be 
stressful  for  you. 

A key  idea  Selye  presents  is  that  "what  matters  is  not  so  much  what  happens  to 
us,  but  the  way  we  take  it."^^^  This  is  the  key  to  stress  management  and  a 
concept  that  relates  to  psychosomatic  medicine.  We  will  make  use  of  this  important 
principle  when  we  introduce  you  to  some  techniques  for  reducing  the  stress  reaction. 

Selye  says  that  a certain  amount  of  stress  is  needed  for  well-being  and  is  good 
for  us.  He  calls  this  "positive  stress".  The  GAS  (General  Adaptation  Syndrome)  can 
stimulate  us  to  achieve  peak  performance  for  important  jobs.  You  can  probably 
recall  times  when  you  "came  through"  despite  minor  illness  or  low  energy.  We  hear 
of  people  performing  amazing  feats  of  strength,  such  as  lifting  cars  during  an 
emergency.  Other  examples  of  adaptation  to  stress  might  be  a date  with  someone 
new,  an  infant  learning  to  walk,  a student  facing  an  exam,  or  a job  interview.  We 


* * ♦ 
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grow  excited  and  tense  while  watching  our  favorite  team  in  a playoff  match. 
Pleasurable  emotions  produce  feelings  of  exhilaration.  These  positive  stresses  put 
less  demand  on  the  body  than  do  negative  stresses  (for  reasons  not  yet  understood). 
They  energize  us  and  then  produce  healthy  relaxation. 

The  kind  of  stress  that  can  be  harmful  Dr.  Selye  calls  "distress".  Distress 
results  when  the  stress  continues  without  let-up  so  that  we  need  to  prolong  adapting 
to  it.  If  the  distress  continues  long  enough,  it  can  result  in  exhaustion.  Here  are 
some  examples  of  distress  situations: 

• A boring  job 

• Serious  illness  of  self  or  family  member 

• Lack  of  sleep 

• Relationship  problems  with  spouse,  family,  friends 

• Worries  about  money,  family 

• Bottled-up  feelings  such  as  intense  anger,  fear,  frustration 

• Assignment  to  care  for  a client  with  severe  probems  which  you  are  untrained  to 
handle. 

Long-term  distress  can  contribute  to  the  development  of  migraine  headaches, 
peptic  ulcers,  heart  attacks,  hypertension,  mental  illness  and  suicide. 

Most  of  the  stressors  we  encounter  are  emotional  stressors.  The  stressor  effect 
depends  more  on  how  we  react  to  the  stress  and  less  on  what  caused  it.  Each  of  us 
has  developed  ways  of  reacting  to  the  various  stressors  we  encounter.  It  is  these 
conditioned  responses  that  can  create  problems  and  threaten  our  health. 
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GOOD  OR  BAD  STRESS 


"IT'S  HOW  WE  TAKE  IT!"  - H.  Selye 
How  Do  You  Perceive  Stress? 


Eustress  Or 

Energizes 

Less  Demand  on  Body 
Peak  Performance 
Problem  Solving 


Distress 

Action  Inhibited 
Alarm  Reaction  Continues 
Exhaustion 
Stress  Disease 


<1 


SECTION  2:  STRESS  DISEASES 


2^ 


INTRQOUCTIGiM^^^ 

The  science  of  medicine  has  conquered  many  of  the  major  infectious  diseases 
that  used  to  be  fatal.  Sometimes,  entire  communities  were  wiped  out.  In  the 
western  countries  we  have  witnessed  the  disappearance  of  cholera,  typhoid, 
smallpox,  and  more  recently,  diptheria,  whooping  cough,  measles  and  polio.  Our 
success  in  eradicating  these  diseases  results  from  medical  technology  and  research. 
The  germs  and  viruses  that  made  us  sick  were  studied  and  ways  to  destroy  the 
micro-organisms  were  developed. 

At  the  same  time,  we  have  been  experiencing  an  enormous  increase  in  deaths 
from  diseases  related  to  psychological  and  environmental  factors.  These  are  the 
stress-related  disorders,  the  major  diseases  of  modern  twentieth  century  society: 
cardiovascular  disease,  cancer,  arthritis,  and  respiratory  disease. 

The  terms  "stress-related  disorders"  or  "psychosomatic  diseases"  are  used 
interchangeably  and  refer  to  bodily  malfunction  or  damage  caused  by  the  combined 
effects  of  negative  stress  and/or  a maladaptive  emotional  response.  These  diseases 
are  not  conquered  easily,  because  the  causes  are  extremely  complex.  They  are  not 
due  to  a single  germ  or  virus  for  which  we  might  develop  an  antitoxin. 

Although  it  may  take  many  more  years  before  we  control  these  diseases, 
evidence  is  accumulating  that  stress  plays  a crucial  role  in  causing  them.  Our 
ability  to  cope  with  these  diseases  as  a society  and  as  individuals  is  hampered  by  our 
attitudes  and  beliefs  about  why  we  get  sick.  The  way  we  react  to  our  own  illnesses, 
and  the  way  we  are  treated  by  our  doctors  and  others  when  we  get  sick  is  based  on 
the  theory  that  something  outside  of  us  made  us  sick.  Thus,  it  would  follow  that  to 
get  well  again,  we  need  only  take  the  proper  medicine,  receive  the  proper  care,  and 
give  up  our  personal  and  social  responsibilities  until  the  disease-causing  factors  are 
eliminated.  This  is  essentially  a passive  approach  to  regaining  health.  When  germs 
are  the  culprits,  we  view  ourselves  as  victims  who  are  powerless  without  the  skill  of 
the  physician.  To  our  detriment,  we  assume  the  role  of  victim  when  faced  with 
stress-related  disorders. 
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THE  STRESS  RESPONSE 


If  alarm  stage  continued  long  enough 

THIS  CAN  LEAD  TO  EXHAUSTION  AND 
VULNERABILITY  TO  STRESS  DISEASES 


Choices ; 

Can  fight  or  flee 
Problem  Solving  Approach 
Stress  Reduction  Methods 


Takes  Construction  Action 
Stress  Response  Ends 
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DISEASES  OF  THE  2QTH 


Infectious 

Diseases 


Cholera 

Typhoid 

Small  Pox 

Diptheria 

Whooping  Cough 

Measles 

Polio 


CENTURY 


Stress  Related 
Diseases 

Cardiovascular  disorders 
Coronary  Heart  Disease 
Hypertension 
Arteriosclerosis 
Rheumatoid  Arthritis 
Asthma 

Peptic  Ulcers 
Migraine  Headaches 
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CARDIOVASCULAR  DISEASE 


Coronary  Heart  Disease  - Arteriosclerosis 


600^ UOO  DEATHS  A YEAR 
#1  KILLER  IN  UNITED  STATES 


Associated  with; 


<HIGH  FAT  DIET 

LACK  OF  EXERCISE 

SMOKING 

MEN 

WOMEN  AFTER  MENOPAUSE 
HEREDITY 
OBESITY 


Hypertension  - High  Blood  Pressure 


5 FOLD  INCREASE  IN  HIGH  BLOOD  PRESSURE 

50  YEARS  UNDERLIES  - HEART  DISEASE 

60,000  DEATHS  A YEAR  STROKE 

AFFECTS  15%  OF  POPULATION  KIDNEY  DISEASE 

RATE  DOUBLE  IN  BLACK 
POPULATION 

INCREASING  AMONG  TEENAGERS 


STANDARD 
RISK  FACTORS 
PREDICT  50% 
OF  CORONARY 
DISEASE 


Associated  with; 


SEDENTARY  LIFESTYLE 

HEREDITY 

OBESITY 

STRESS 

MEN 

HIGH  FAT  DIET 
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FACTORS  LEADING  TO  STRESS  DISEASE^  ^ 

Four  factors  that  can  lead  to  stress  disease  have  been  identified.  When  these 

factors  occur  together,  there  is  an  increased  likelihood  that  disease  will  develop. 

1.  Chronic  (long-term)  or  extreme  stress  which  exceeds  the  person's  emotional 
and/or  physical  tolerance. 

2.  Changes  in  the  nervous  system  and  the  body  organs  (including  reduction  of 
white  cells  and  suppression  of  the  immune  system)  which  create  conditions  for 
disease. 

3.  A high  concentration  of  life-change  events. 

4.  Personality  may  also  contribute  to  stress  disease.  Researchers  have  been 
looking  into  the  possibility  that  personality  and  emotions  may  be  linked  to  the 
onset  of  stress  disease.  There  is  no  question  that  personality  influences  the  way 
we  react  to  stress. 

In  childhood,  we  learn  how  to  deal  with  stressful  situations  through  trial 
and  error  and  by  the  example  of  others.  Our  past  successes,  failures,  rewards 
and  punishments  may  still  be  determining  how  we  handle  stress  in  our  daily 
life.  If  we  are  lucky,  we  learned  to  perceive  and  react  to  stress  effectively. 
iVlost  of  us,  however,  have  not  had  the  good  fortune  to  learn  in  childhood  how  to 
mange  the  stress  we  face  as  adults. 

Some  individuals  have  developed  personality  styles  and  defenses  that  may 
contribute  to  stress  disease.  We  may  feel  so  fearful  of  making  mistakes,  of 
being  criticized,  and  of  doing  less  than  a perfect  job,  that  we  withdraw  from 
challenging  situations  or  avoid  confrontations.  We  may  then  feel  unfulfilled, 
frustrated,  incompetent.  As  children  we  may  have  learned  that  expressing 
feelings  — especially  anger  --  can  get  us  into  trouble.  Instead  of  being  open  and 
honest  about  how  we  feel,  we  express  our  anger  indirectly  or  deny  it 
altogether.  We  may  develop  headaches  or  stomach  aches.  As  care  providers  we 
may  suppress  our  need  for  caring  and  affection  by  taking  care  of  others, 
expecting  to  get  approval  and  love  in  this  way.  These  are  examples  of 
non-assertive  personality  styles  that  will  add  to  the  level  of  stress  on  the  job  by 
allowing  stress  to  build  while  failing  to  take  action  to  reduce  it. 


STRESS  - RELATED  DISEASES 

Factors  Leading  to  Stress  Disease 

I.  Exhaustion  Stage  Continues 

Becomes  excessive  stress 

II.  Changes  Occur  in  Nervous  System  and  Bodily  Organs 

REDUCTION  OF  WHITE  CELLS  AND  SUPPRESSION 
OF  IMMUNE  MECHANISM. 

GENETIC  PREDISPOSITION  MAY  DETERMINE 
VULNERABLE  BODY  AREAS. 

III.  A High  Concentration  of  Life  Change  Events 

IV.  Factors  of  Personality 

ADAPTIVE  OR  MALADAPTIVE 


LEARNED  BEHAVIORS 
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THE  TYPE  "A"  PERSONALITY^^^ 

The  largest  body  of  evidence  linking  style  of  response  to  stress  with  a specific 
disease  is  the  research  of  Meyer  Friedman  and  Ray  Rosenman,  two  cardiologists  who 
first  described  "Type  A"  behavior  and  concluded  that  it  is  a major  cause  of  coronary 
heart  disease.  They  found  the  Type  A behavior  pattern  to  be  more  predictive  of 
coronary  heart  disease  than  the  standard  risk  factors.  They  wrote  a book  about  it  -- 
Type  A Behavior  and  Your  Heart  --  which  describes  a Type  A person  and  offers 
suggestions  for  modifying  behavior  to  avoid  heart  attack. 

Type  A behavior  is  characterized  by  a competitive,  aggressive,  achievement- 
oriented,  and  time-dominated  orientation  to  life.  Type  A people  are  usually 
unaware  that  their  behavior  creates  problems  for  others  or  is  detrimental  to  their 
health  and  well-being,  since  this  behavior  is  condoned  and  applauded  by  our 
achievement-oriented  society. 

Type  A men  and  women  share  two  common  traits; 

• Excessive  competitive  drive,  which  is  present  in  all  areas  of  their  life. 

• Chronic  time  urgency  — they  are  continually  driven  by  the  clock  and  by 
having  to  meet  deadlines;  they  are  obsessed  by  numbers;  they  try  to  do 
more  and  more  at  a faster  and  faster  pace;  and  they  are  running  on  an 
accelerating  treadmill  of  their  own  making. 

Many  Type  A's  also  exhibit  free-floating  hostility,  especially  toward  other 
competitors  — usually  other  Type  A's  or  people  and  situations  that  slow  them  down. 
A slow  driver  poking  along  in  front  of  him  or  her  can  arouse  a Type  A's  hostility  to  a 
fever  pitch. 

Type  A's  can't  relax  and  do  nothing.  Weekends,  vacations,  free  time  with 
family  and  friends  cannot  be  enjoyed  because  the  Type  A is  busy  worrying  about  the 
time  spent  being  nonproductive.  Type  A's  will  not  allow  themselves  the  leisure  to 
develop  hobbies  or  new  interests.  They  have  developed  a manner  of  talking  that 
reveals  how  driven  they  are;  they  finish  sentences  for  others,  interrupt  often,  hurry 
them  along.  To  make  a point.  Type  A's  raise  their  voices  and  talk  louder  and  faster. 
They  are  not  good  listeners  and  are  less  aware  of  others.  They  often  demonstrate 
impatience  and  hostility. 
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Underlying  this  angry,  driven  lifestyle  is  a basic  feeling  of  insecurity  that  is 
aroused  if  the  Type  A fails  to  have  full  control  over  the  people  and  events  in  his  or 
her  life.  Type  A's  have  trouble  coping  with  the  new  and  unexpected;  they  are  more 
seriously  affected  by  losses  in  their  lives  than  Type  3's.  Type  A's  are  engaged  in  a 
chronic  struggle  with  life,  keeping  their  arteries  and  their  entire  body  in  overdrive 
to  meet  the  threats  that  never  end. 

The  behavior  of  a "Type  B"  person,  in  contrast,  is  everything  Type  A's  cannot 
allow  themselves  to  be.  Type  B's  have  found  a comfortable,  more  relaxed  cruising 
speed  at  which  to  travel  through  life.  They  look  at  the  scenery  with  enjoyment, 
allow  time  for  frequent  refreshment  and  rest  stops,  really  enjoy  being  alone  or  with 
friends  and  family.  Type  B's  work  more  slowly  and  thoughtfully,  which  can  permit 
greater  creativity.  They  allow  themselves  the  leisure  to  develop  more  fully  as 
people,  and  to  have  a number  of  interests,  activities  and  friendships  outside  of 
work.  Many  Type  B's  have  plenty  of  drive  --  some  are  heads  of  corporations  --  but 
time  is  scheduled  with  a calendar,  not  a stopwatch.  Type  B's  have  learned  how  to 
enjoy  life. 

Most  people  do  not  have  all  the  characteristics  of  the  Type  A pattern  at  all 
times,  but  if  you  recognize  any  of  them  in  yourself  or  suspect  that  you  are  moving  in 
that  direction,  you  should  consider  modifying  your  lifestyle.  Friedman  and  Roseman 
have  many  specific  suggestions  for  changing  Type  A behavior. 

With  regard  to  the  other  stress-related  diseases  such  as  cancer,  arthritis, 
asthma,  ulcers  and  migraine  headaches,  the  research  connecting  personality  factors 
with  these  diseases  is  still  inconclusive.  There  is  an  urgent  need  to  study  what 
relationships  exist  between  personality  factors  and  illness.  The  underlying  causes  of 
any  specific  disease  are  extremely  complex,  and  will  probably  always  be  composed 
of  an  array  of  physical,  emotional  and  environmental  components. 

Assessment  of  your  individual  risk  factors  needs  to  be  conducted  and  evaluated 
by  a skilled  clinician,  because  the  average  person  lacks  the  experience  and 
knowledge  to  make  such  a judgment.  However,  by  increasing  your  awareness  of  the 
many  factors  that  may  contribute  to  the  diseases  of  modern  society,  you  can  begin 
taking  preventive  action  before  symptoms  develop.  Consultation  with  your 
physician  can  help  you  evalute  and  modify  your  lifestyle  and  improve  your  general 
health  in  order  to  minimize  the  effects  of  stress  in  your  life  and  reduce  the  risks  of 
stress-related  disease. 
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STRESS  DISEASES 

The  Type  "I\"  Personality 

Type  "A"  Behavior 

OVERLY  COMPETITIVE 

ACHIEVEMENT  ORIENTATION  - DRIVE 


AMBITIOUS 


STATUS  SEEKING 


CHRONIC  TIME  URGENCY 


CREATES  DEADLINES 


IMPATIENCE 

HOSTILITY 

AGGRESSIVENEoo 


INTERRUPTS 
RAISES  VOICE 
CLENCHES  FISTS 


NERVOUSNESS 


IGNORES^  DENIES  TIREDNESS 


OVERSCHEDULES 


DOES  TWO  THINGS  AT  ONCE. 


SECTION  3:  RECOGNIZING  STRESS  IN  OURSELVES 
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INTRODUCTION 

Stress  and  burnout  on  the  job  cannot  be  understood  and  managed  without 
considering  the  many  other  sources  of  stress  we  cope  with  everyday.  Stress  in  one 
area  of  our  lives  cannot  occur  in  isolation  from  all  other  stressors  we  have  to  deal 
with. 

If  you  hope  to  succeed  in  reducing  stress  and  burnout  on  the  job,  it  will  be 
nelpful  to  begin  by  making  a personal  assessment  of  stress  in  all  areas  of  your  life. 

You  may  be  facing  such  major  stressors  as  a loss  of  income,  a serious  illness, 
death  of  a family  member,  change  in  residence,  plus  a multitude  of  comparatively 
minor  stressors  both  positive  and  negative.  The  impact  of  these  major  and  minor 
stressors  is  cumulative  and,  added  together,  makes  up  your  total  "stress  adaptation 
score".  Your  stress  score  can  vary  from  year  to  year  depending  on  the  number  of 
changes  in  your  life  during  that  period. 

Each  of  us  has  our  own  personal  stress  adaptation  limitations.  When  we  exceed 
this  level,  stress  overload  may  lead  to  poor  health  or  illness.  To  avoid  exceeding  our 
personal  limits,  we  must  learn  to  heed  the  warning  signals  from  our  body  and 
feelings  that  tell  us  when  stress  levels  are  getting  too  high.  When  we  observe 
warning  signs  such  as  feeling  tense  and  keyed  up,  having  difficulty  sleeping,  frequent 
headaches  and  indigestion,  then  it  is  time  to  take  preventive  action  and  ask,  "Am  I 
taking  on  more  than  I can  reasonably  handle?  Am  I ignoring  my  rising  level  of 
discomfort  as  I pile  on  more  responsibility  and  change?" 
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EXERCISE 


LIFE  EXPERIENCE  SURVEY 


NARRATIVE: 

A tool  we  will  use  that  will  enhance  self-awareness  about  the  sources  of  stress 
in  your  life  is  the  "Life  Change  Test,"  a brief  questionnaire  developed  by  Dr.  Thomas 
Holmes  and  his  associate  Richard  Rahe. 

Holmes  and  Rahe,  researchers  in  stress-related  illness  at  the  University  of 
Washington,  Seattle,  studied  the  relationahsip  of  common  life  changes  to  the  onset 
of  serious  illness.  They  assigned  a numerical  score  from  1 - 100  to  each  of  these 
events  according  to  the  degree  of  adaptive  energy  required  to  cope  with  each 
change.  The  total  life  change  score  was  found  to  be  predictive  of  the  chances  of 
developing  serious  physical  or  mental  illness  in  the  near  future. 

lists  TRUCTIONS: 

1.  Give  out  copies  of  the  questionnaire,  "How  Much  Stress  Is  In  Your  Life?" 
Instruct  the  group  to  score  themselves  by  checking  only  those  events  which  they 
experienced  in  the  last  year.  This  should  take  about  five  minutes. 

2.  Then  have  them  get  together  in  groups  of  three  to  share  their  reactions  to  the 
questionnaire  and  any  ideas  they  have  about  coping.  Allow  about  five  minutes. 

3.  Reassemble  the  group  and  inquire  about  their  reactions  to  the  questionnaire  and 
what  they  learned. 

The  more  change  you  have,  the  more  likely,  according  to  Dr.  Holmes,  you  will 
suffer  a decline  in  health.  Of  those  who  scored  over  300  "life  change  units",  80% 
have  a chance  of  serious  health  change.  With  150-299  life  change  units,  about  50% 
will  get  sick  in  the  near  future.  With  less  than  150  life  change  units,  about  30%  will 
get  sick  in  the  near  future. 

POINTS  FOR  DISCUSSION: 

• Emphasize  that  having  a high  or  low  score  does  not  guarantee  that  a person  will 
develop  an  illness  or  remain  healthy. 

• Probabilities  are  not  people;  each  person  will  react  uniquely. 

• For  those  who  got  high  scores,  it  would  be  wise  to  consider  the  probability  of 
reducing  additional  sources  of  stress. 

• For  those  who  got  low  scores,  there  is  risk  in  assuming  it  is  okay  to  pile  on  the 
stress  indefinitely. 
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HANDOUT 


HOW  MUCH  STRESS  IS  IN  YOUR  LIFE? 


(10) 


Check  only  those  events  which  you  have  experienced  in  the  past  year. 


Value  of 


Item  // 

Value 

Event  Occurred  Life  Event 

1. 

100. 

Death  of  Spouse 

2. 

73. 

Divorce 

3. 

65. 

Marital  Separation 

4. 

63. 

Jail  T erm 

5. 

63. 

Death  of  Close  Family  Member 

6. 

53. 

Personal  Injury  or  Illness 

7. 

50 

Marriage 

8. 

47. 

Fired  at  Work 

9. 

45. 

Marital  Reconciliation 

10. 

45. 

Retirement 

11. 

44. 

Change  in  Health  of  Family  Member 

12. 

40. 

Pregnancy 

13. 

39. 

Sex  Difficulties 

14. 

39. 

Gain  of  New  Family  Member 

15. 

39. 

Business  Readjustment 

16. 

38. 

Change  in  Financial  State 

17. 

37. 

Death  of  Close  Friend 

18. 

36. 

Change  to  Different  Line  of  Work 

19. 

35. 

Change  in  Number  of  Arguments  with  Spouse 

20. 

31. 

Mortgage  over  $10,000 

21. 

30. 

Foreclosure  of  Mortgage  or  Loan 

22. 

29. 

Change  in  Responsibilities  at  Work 

23. 

29. 

Son  or  Daughter  Leaving  Home 

24. 

29. 

Trouble  with  In-laws 

25. 

28. 

Outstanding  Personal  Achievement 

26. 

26 

Spouse  Begins  or  Stops  Work 

27. 

26. 

Begin  or  End  School 

28. 

25. 

Change  in  Living  Conditions 

29. 

24. 

Revision  of  Personal  Habits 

30. 

23. 

T rouble  with  Boss 

31. 

20. 

Change  in  Work  Hours  or  Conditions 

32. 

20. 

Change  in  Residence 

33. 

20. 

Change  in  Schools 

34. 

19. 

Change  in  Recreation 

35. 

19. 

Change  in  Church  Activities 

36. 

18. 

Change  in  Social  Activities 

37. 

17. 

Mortgage  or  Loan  Less  than  $10,000 

38. 

16. 

Change  in  Sleeping  Habits 

39. 

15. 

Change  in  Number  of  Family  Get-Togethers 

40. 

15. 

Change  in  Eating  Habits 

41. 

13. 

Vacation 

42. 

12. 

Christmas 

43. 

11. 

Minor  Violations  of  the  Law 

Total  Score  for  12  Months 


SECTION  4:  JOB  STRESS 
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EXERCISE 


TYPES  OF  STRESS 


INSTRUCTIONS: 

Ask  the  group  to  identify  some  of  the  many  types  of  stress  we  all  experience 
throughout  our  lifespan.  Begin  by  asking  them  to  identify  some  life  cycle  stressors. 
Record  their  responses  on  a flipchart;  add  any  they  miss.  Then  go  on  to  ask  the 
group  to  identify  social  stressors,  physical  stressors,  personal  stressors,  and  job 
stressors.  Again,  list  the  responses  on  the  flipchart  and  make  your  own  additions. 
As  each  list  is  completed,  ask  the  group  to  point  out  any  stressors  on  the  list  that 
might  contribute  to  job  stress. 

POINTS  FOR  DISCUSSION; 

It  will  quickly  become  clear  that  all  sources  of  stress  can  add  to  job  stress  -- 
some  will  relate  more  directly  than  others.  When  participants  consider  personal 
stress,  they  may  identify  the  impact  on  jobs  of  personal,  internal  sources  of  stress  as 
well  as  the  many  external  sources  of  stress;  if  not,  be  sure  to  make  this  connection. 
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INTRODUCTION 

Job  stress  has  been  defined  by  Margolis  and  Kroes  (1972)  as  "The  condition  in 

which  some  factor  or  combination  of  factors  at  work  interact  with  the  worker  to 

disrupt  his  psychological  or  physiological  homeostasis."^^^^  Studies  of  the  effect 

of  stress  and  burnout  on  human  service  workers  in  particular  have  emphasized  the 

psychological  effects:  "Emotional  exhaustion  resulting  from  the  stress  of 

(12) 

interpersonal  contact."  " The  extent  to  which  workers  have  become  separated 
or  withdrawn  from  the  original  meaning  and  purpose  of  their  work."^^^^ 

A major  research  study  on  job  stress  sponsored  by  the  National  Institute  for 

(14) 

Occupational  Safety  (NIOSH)  analyzed  stress  disorders  in  130  different  jobs  in 
the  State  of  Tennessee.  Data  was  collected  from  deaths,  hospital  admissions  and 
mental  health  center  admissions  between  1972  and  1974.  An  analysis  of  the 
Community  Mental  Health  Center  admissions  among  workers  confirmed  the  stressful 
nature  of  health  care  work. 

Of  the  ten  occupations  with  highest  admission  rates,  four  were  health-related 
occupations  ~ nurses  aides,  practical  nurses,  health  technicians  and  clinical  lab 
technicians.  LPN's  ranked  third  hightest.  Hypotheses  on  why  these  jobs  are  so 
stressful  include  the  prolonged  vigilance  and  high  energy  arousal  state  required  for 
caring  for  sick,  very  dependent  people;  an  unsatisfied  "need  to  be  needed";  and 
frustration  of  being  unable  to  relieve  pain  and  suffering.  For  each  of  you  who 
provide  care  to  the  developmentally  disabled,  all  of  these  stressors  are  present  with 
great  intensity. 

The  psychosomatic  illnesses  (physical  symptoms  which  are  psychologically 
induced)  found  most  frequently  in  this  study  were  all  digestive  system  problems  -- 
gastritis,  duodenitis,  and  ulcers.  Circulatory  system  problems  including 
hypertension  ranked  second. 

It  is  still  not  known  how  much  job  stress  contributes  directly  to  physical  or 
mental  illness  in  comparison  to  other  sources  of  stress  in  our  lives;  the  answers  will 
depend  on  future  research. 
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EXERCISE 


SYMPTOMS  OF  JOB  STRESS 


INSTRUCTIONS: 

Ask  the  group  to  give  examples  from  their  work  of  sources  of  job  stress,  and 
list  their  responses  on  the  flipchart.  Add  sources  of  stress  they  overlooked. 
Identify  the  most  common  as  well  as  unique  stressors,  perhaps  by  a show  of  hands. 
Can  the  group  suggest  any  hypotheses  about  the  prevalence  of  any  of  the  stressors? 

Next,  ask  for  symptoms  of  stress  and  burnout.  Again,  add  any  omitted  from  the 
following  list. 

You  know  the  job  is  getting  to  you  when  you^^^^  .... 

• Depersonalize  and  stereotype  the  client; 

• Attribute  blame  to  the  client; 

• Distance  yourself  from  the  client,  physically  or  emotionally; 

• Resist  going  to  work  or  arrive  late; 

• Cannot  concentrate  on  what  the  client  says; 

• Become  easily  irritated; 

• Cannot  interpret  the  clients'  anger; 

• Think  "I  am  a failure"; 

• Find  stress  spilling  over  into  your  personal  life; 

• Increase  your  use  of  drugs,  alcohol  or  food; 

• Develop  physical  problems:  exhaustion,  frequent  colds  or  flu,  recurring 
headaches; 

• Can't  sleep; 

• Feel  restless; 

• Feel  alientated  from  the  job,  and  emotionally  depleted. 

POINTS  FOR  DISCUSSION: 

• The  "burned-out"  provider  will  have  several  of  these  symptoms  simultaneously 
and  with  high  intensity.  In  addition  to  the  discomfort,  the  provider  is  unable  to 
give  effective  service  to  the  client. 

• Symptoms  are  useful  as  signaling  devices  that  let  us  know  when  stress  levels  are 
too  high,  when  we  should  take  immediate  steps  to  reduce  stress.  An  attitude  of 
"toughing  it  out",  or  ignoring  symptoms  is  not  helpful  and  puts  us  at-risk  of 


stress  disease. 


DISCUSSION 


SOURCES  OF  JOB  STRESS 


NARRATIVE: 

Researchers  have  identified  some  of  the  major  sources  of  job  stress  which 
include: 

Role  Ambiguity:  Having  work  objectives  not  clearly  defined.  Being  unclear  about 
what  others  expect.  Not  understanding  the  scope  of  responsibilities. 

Role  Conflict:  Being  torn  by  conflicting  demands.  Feeling  pressure  to  get  along 
with  people.  Having  differences  with  supervisors  and  clients. 

Role  Overload/Underload:  Having  too  much  or  too  little  work.  Work  assignment 
being  too  easy  or  too  difficult. 

Responsibility  for  People:  Being  responsible  for  the  work  of  others,  their  careers, 
professional  development  and  job  security. 

Low  Participation:  Not  having  an  influence  on  decision-making  processes  in  one's 
— 

organization. 

1.  What  conditions  would  you  rate  as  the  major  sources  of  job  stress  among  care 
providers  (role  ambiguity,  role  conflict,  role  overload,  responsibility  for  people, 
low  participation).  Are  these  primarily  internal  or  external  sources  of  stress? 

2.  Can  you  think  of  any  personal  characteristics  that  would  influence  the  degree 
of  stress  or  burnout  a provider  would  experience  from  any  one  of  these  stressors? 

POINTS  FOR  DISCUSSION:^^^^ 

' As  providers  of  care  to  developmentally  disabled  people,  your  chances  of 
suffering  job  stress  are  relatively  high.  Some  sources  of  job  stress  unique  to  working 
with  the  developmentally  disabled  are: 

• The  constant  frustration  and  disappointment  felt  by  ourselves,  our  clients  and 
their  families  because,  despite  our  best  efforts,  many  of  our  clients  will 
probably  never  be  able  to  lead  completely  independent  lives. 

• Our  achievement-oriented  society  fails  to  value  a service  which  is  unable  to 
"succeed",  i.e.,  lead  to  independence  of  the  client.  We,  in  turn,  accept  this 
devaluation  at  the  expense  of  our  self-esteem. 

• High  levels  of  frustration,  denial,  anger,  helplessness.  Denial  of  the  limitations 
of  the  client's  disability;  anger  at  the  clients  who  seem  to  reveal  the  extent  of 
our  powerlessness;  anger  at  the  families  who  expected  miracles. 


Isolation  and  loneliness  felt  because  of  limited  contact  with  and  support  from 
other  human  service  workers  who  view  their  clients  as  different  because  they 
can  be  helped  to  improve  or  restored  to  independent  functioning. 

Added  burden  of  the  extra  training  and  specilaized  knowledge  and  skills 
required  for  work  with  difficult  behavior  problems  and  physical  limitations 
associated  with  the  developmentally  disabled. 

Limited  control  over  your  work.  Not  having  a choice  of  assignments.  Limited 
input  into  how  work  is  supervised  and  how  training  is  planned. 
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COPING  WITH  JOB  STRESS 

What  do  we  want  from  our  jobs?  A survey  conducted  by  Psychology  Today 
(May,  1978),  revealed  that  many  people  want  more  satisfaction,  opportunities  to 
learn  and  grow,  opportunities  to  use  talents  and  skills  and  more  sense  of  doing 
something  that  "really  matters". 

Whether  or  not  you,  as  an  individual  care  provider,  have  the  same  desires,  you 
are  undoubtedly  having  some  which  are  not  being  fulfilled.  Therefore,  it  will  be 
important  for  you  to  assess  your  job  situation  and  find  ways  to  get  more  of  what  you 
want  from  your  work.  The  following  guidelines  may  help: 

e Communicate  with  your  supervisor  about  problems  that  are  difficujt  or 
impossible  for  you  to  resolve,  such  as  inconvenient  working  hours,  uncontracted 
services  expected  by  the  client,  problem  behaviors  of  the  client  who  may  be 
resisitant,  uncooperative,  abusive,  critical  or  demanding. 

• i3o  not  hesitate  to  request  consultation  for  complex  or  difficult  job  situations. 

• Ask  for  adequate  training  before  taking  assignment. 

• Ask  for  the  opportunity  to  select  assignments  so  that  your  experience  and  skills 
can  be  matched  to  the  job. 

• Refuse  assignments  you  feel  unprepared  for. 

■ Establish  realistic  standards  for  measuring  your  success  and,  with  the  help  of 
your  supervisor,  establish  client  goals. 

• Minimize  feelings  of  isolation  by  creating,  with  the  assistance  of  your 
supervisor,  a support  network  of  other  care  providers  which  can  give 
recognition,  share  feelings  of  frustration  and  assist  with  problem-solving. 


EXERCISE 


kk 

JOB  STRESS 


INSTRUCTIONS: 

1.  Distribute  copies  of  the  worksheet,  "Job  Stress  Assessment".  Ask  the  group  to 
take  five  minutes  to  complete  it  as  fully  as  time  permits.  (They  should  plan  to 
give  more  time  and  thought  to  this  task  on  their  own  at  home.) 

2.  After  they  have  filled  out  the  worksheet,  ask  participants  to  find  a partner  and 
take  another  five  minutes  to  share  their  responses. 

3.  Reassemble  the  group  and  ask  volunteers  to  share  their  experience  with  the 
exercise:  what  they  learned  or  discovered,  coping  ideas  they  wish  to  try  or  to 
offer  to  the  group. 

POINTS  FOR  DISCUSSION: 

• To  successfully  cope  with  job  stress,  there  needs  to  be  an  ongoing  assesment  of 
sources  of  stress  and  coping  efforts  we  have  already  tried. 

• When  we  stop  making  assessments  of  job  stress  and  our  progress  in  dealing  with 
it,  we  end  up  in  trouble. 

• If  we  find  that  job  stress  continues  after  we  have  allowed  a reasonable  time  to 
carry  out  one  of  our  solutions,  then  it  is  time  to  make  another  assessment  or 
seek  help. 
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HANDOUT 


JOB  STRESS  ASSESSMENT 


1.  IDENTIFY 

Kinds  of  stress 

Occurrence 

Frequency 

Who  or  what  is  involved? 

What  do  I do  to  increase  stress  at  work? 

2.  PRIORITIZE 

Intensity 

Frequency 

Those  where  change  is  possible 

3.  CONSIDER  SOLUTIONS 

Steps  in  implementation 
Risk  factor 

Availability  of  assistance 
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SECTION  5:  RELAXATION  TECHNIQUES 


DEEP  MUSCLE  RELAXATION 


(18) 


Deep  Muscle  Relaxation  (DMR),  is  the  most  widely  used  technique  to  help 
people  counteract  and  control  bodily  stress.  For  people  who  suffer  migraine  or 
tension  headaches,  ulcers,  backaches,  hypertension,  stiff  necks,  or  tenseness 
elsewhere  in  their  bodies,  DMR  can  be  a very  helpful  way  to  control  stress. 

In  the  modern  world,  we  need  to  learn  to  counteract  some  of  our  innate 
biological  coping  mechanisms  in  order  to  relax.  The  "fight  or  flight"  response  helped 
ancient  man  to  survive,  but  today  it  is  often  counterproductive.  The  spurt  of 
adrenaline,  bracing  of  neck  and  back  muscles,  and  quickened  pulse  that  accompany 
sudden  fear  or  anxiety  usually  have  no  appropriate  physical  outlet.  It  is  socially 
unacceptable,  for  example,  to  run  out  of  the  client's  room  or  to  strike  the  client 
when  we  are  upset,  so  we  maintain  an  outward  appearance  of  calm  while  clenching 
our  teeth  and  suppressing  our  rage  or  fear.  Because  we  are  constantly  exposed  to 
stimuli  that  set  off  this  survival  action,  we  often  feel  tensed  for  flight  or  fight.  The 
physical  reaction  we  feel,  when  chronic,  can  lead  to  headaches,  backaches,  or  other 
physical  illnesses  that  are  much  more  serious. 

Unfortunately,  many  people  use  drugs,  alcohol  or  food  to  seek  relief  from  this 
constant  stress.  We  have  become  a nation  of  pill  poppers,  constantly  faced  with  ads 
promising  relief  of  backache  or  headache  with  pills  or  tranquilizers.  Reliance  on 
drugs  is  expensive,  risky  to  our  bodies,  and  can  result  in  addiction.  DMR  is  an 
alternative  that  can  help  counteract  the  effects  of  bodily  stress. 

DMR  was  developed  back  in  the  1930's  by  Dr.  Edmund  Jacobson,  a clinical 
psychologist,  who  discovered  that  people  can  regulate  certain  effects  of  the 
autonomic  nervous  system  through  self-management  techniques.  In  other  words,  you 
can  learn  to  control  your  skeletal  muscles  and  reduce  levels  of  tension  in  those 
muscles.  When  we  are  keyed  up  by  our  biologic  coping  responses,  we  can,  after 
practicing,  consciously  instruct  our  muscle  fibers  to  relax.  When  muscle  fibers  are 
lengtnened  (in  a state  of  relaxation),  they  cannot,  at  the  same  time,  express  tension, 
they  cannot  contract  as  they  do  in  a fight  or  flight  response.  Anxiety  and  muscular 
relaxation  produce  opposite  physiologic  states,  so  one  cannot  be  anxious  when 
completely  relaxed. 
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Jacobson's  technique  simply  involves  learning  to  tighten  and  then  relax  the 
major  muscles  of  the  body.  Practicing  this  daily  teaches  you  to  recognize  what 
muscular  tension  feels  like  (the  tensing)  and  to  relax  each  muscle  group  in  order  to 
achieve  total  relaxation.  After  regular  practice,  you  can  voluntarily  relax  muscle 
groups  at  will  when  you  notice  tenseness  developing. 
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DEEP  MUSCLE  RELAXATION* 
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PRINCIPLE:  Relaxed  muscle  fibers  cannot  express 

TENSION  AT  THE  SAME  TIME^  l.E.j  CONTRACT  AS  THEY 
DO  IN  A FIGHT  OR  FLIGHT  RESPONSE.  AnXIETY  AND 
MUSCULAR  RELAXATION  PRODUCE  OPPOSITE  PHYSIOLOGICAL 
STATES  SO  WE  CANNOT  BE  ANXIOUS  WHEN  COMPLETELY 

RELAXED.  This  means  we  can  learn  to  reduce  bodily 

AND  EMOTIONAL  TENSIONS  THROUGH  THE  PRACTICE  OF 

Deep  Muscle  Relaxation. 


*jAC0BS0Ny  1930's,  "Controlling  the  6.A.S. 
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PRACTICE  OF 


NARRATIVE: 

\A/hen  you  practice,  read  the  following  script  slowly,  pausing  about  five  to  ten 
seconds  between  instructions.  The  script  takes  about  20  minutes  to  read.  You  can 
omit  sections  if  you  are  short  of  time. 

Practice  while  sitting  in  a chair.  If  you  lie  down,  you  may  fall  asleep,  which  is 
not  the  purpose  of  the  exercise.  The  purpose  is  to  teach  you  to  make  a conscious 
effort  to  relax.  With  practice,  you  will  learn  to  relax  tense  muscles  while  going 
about  your  daily  activities. 

If  you  ever  do  want  to  do  the  exercise  lying  down  to  avoid  stress  to  the  lower 
back,  you  should  bend  you  knees.  Anyone  with  lower  back  problems  should  consult  a 
doctor  before  doing  the  part  of  the  exercise  that  involves  arching  the  lower  back. 

SCRIPT: 

Arms:  Settle  back  as  comfortably  as  you  can.  Let  yourself  relax  to  the  best  of 
your  ability.  Now,  as  you  relax  like  that,  clench  your  right  fist.  Just  clench  your 
fist  tighter  and  tighter  and  study  the  tension  as  you  do  so.  Keep  it  clenched  and  feel 
the  tension  in  your  right  fist,  hand,  forearm.  Now  relax.  Let  the  fingers  of  your 
right  hand  become  loose  and  observe  the  contrast  in  your  feelings. 

- pause  - 

Now  let  yourself  go  and  try  to  become  more  relaxed  all  over.  Once  more, 
clench  your  right  fist  really  tight.  Hold  it  and  notice  the  tension  again.  Now  let  go, 
relax;  your  fingers  straighten  out,  and  you  notice  the  difference  once  more. 

- pause  - 

Now  repeat  this  with  your  left  fist.  Clench  your  left  fist  while  the  rest  of  your 
body  relaxes;  clench  that  fist  tighter  and  feel  the  tension.  And  now  relax.  Again, 
enjoy  the  contrast.  Repeat  that  once  more.  Clench  the  left  fist,  tight  and  tense. 
Now  do  the  opposite  of  tension.  Relax  and  feel  the  difference.  Continue  relaxing 
like  that  for  a while. 

-pause- 

Clench  both  fists  tighter  and  tighter.  Both  fists  tense,  forearms  tense.  Study 
the  sensations.  Relax.  Straighten  out  your  fingers  and  feel  that  relaxation. 
Continue  relaxing  your  hands  and  forearms  more  and  more. 


- pause  - 
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Now  bend  your  elbows  and  tense  your  biceps.  Tense  them  harder  and  study  the 
tension  feelings.  All  right,  straighten  out  your  arms;  let  them  relax  and  feel  that 
difference  again.  Let  the  relaxation  develop.  Once  more,  tense  your  biceps;  hold 
the  tension  and  observe  it  carefully.  Straighten  the  arms  and  relax.  Relax  to  the 
best  of  your  ability.  Each  time,  pay  close  attention  to  your  feelings  when  you  tense 
up  and  relax.  Now  straighten  your  arms.  Straighten  them  so  that  you  feel  the  most 
tension  in  the  triceps  muscles  along  the  back  of  your  arms.  Stretch  your  arms  to 
feel  that  tension.  Now  relax. 

- pause  - 

Get  your  arms  back  into  a comfortable  position.  Let  the  relaxation  proceed  on 
its  own.  The  arms  should  feel  comfortably  heavy  as  you  allow  them  to  relax. 
Straighten  the  arms  once  more  so  that  you  feel  the  tension  in  the  tricep  muscles; 
straighten  them.  Feel  the  tension,  and  relax. 

- pause  - 

Now  let's  concentrate  on  our  relaxation  in  the  arms  without  tension.  Get  your 
arms  comfortable  and  let  them  relax  more  and  more.  Continue  relaxing  your  arms 
even  more.  Even  when  your  arms  seem  fully  relaxed,  try  to  go  that  extra  bit 
further;  try  to  achieve  still  deeper  levels  of  relaxation. 

- pause  - 

Face,  neck,  shoulders,  upper  back.  Let  all  your  muscles  go  loose  and  heavy. 
Just  settle  back  quietly  and  comfortably.  Wrinkle  up  your  forehead.  Relax  and 
smooth  it  out.  Picture  the  entire  forehead  and  scalp  becoming  smoother  as  the 
relaxation  increases.  Now  frown  and  crease  your  brows  and  study  the  tension;  let  go 
of  the  tension  again.  Smooth  out  the  head  once  more.  Now  close  your  eyes  tighter 
and  tighter.  Feel  the  tension  and  relax  your  eyes.  Keep  your  eyes  closed,  gently, 
comfortably  and  notice  the  relaxation.  Now  clench  your  jaws.  Now  relax  your 
jaws.  Let  your  lips  part  slightly.  Appreciate  the  relaxation.  Now  press  your  tongue 
hard  against  the  roof  of  your  mouth.  Look  for  the  tension.  All  right,  let  your 
tongue  return  to  a comfortable  and  relaxed  position.  Now  purse  your  lips.  Press 
your  lips  together  tighter  and  tighter.  Relax  them.  Note  the  contrast  between  the 
tension  and  your  relaxation.  Feel  the  relaxation  ail  over  your  face,  all  over  your 
forehead  and  scalp,  eyes,  jaws,  lips,  tongue  and  throat.  The  relaxation  progresses 
further  and  further. 
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Now  pay  attention  to  your  neck  muscles.  Press  your  head  back  as  far  as  it  can 
go  and  feel  the  tension  in  the  neck;  roll  it  to  the  right  and  feel  the  tension  shift;  now 
roll  it  to  the  left.  Straighten  your  head  and  bring  it  forward;  press  your  chin  against 
your  chest.  Let  your  head  return  to  a comfortable  position,  and  study  the 
relaxation.  Let  the  relaxation  develop.  Feels  good?  Now  shrug  your  shoulders,  as 
tight  as  they  will  go.  Hold  the  tension.  Feel  the  pain.  Drop  your  shoulders  and  feel 
tne  relaxation.  Your  neck  and  shoulders  are  relaxed.  Shrug  your  shoulders  again  and 
move  them  around,  loosely,  easily,  relaxed. 

- pause  - 

Bring  your  shoulders  up  and  forward  and  back.  Feel  the  tension  in  your 
shoulders  and  in  your  upper  back.  Drop  the  shoulders  once  more,  and  relax.  Pause 
to  think;  let  the  relaxation  spread  deep  into  the  shoulders,  right  into  your  back 
muscles.  Feel  a wave  of  peace  spread  through  them.  Let  the  relaxation  spread  deep 
into  the  shoulders,  right  into  your  back  muscles.  Relax  your  neck  and  throat  and 
your  jaws  and  the  rest  of  your  face.  The  pure  relaxation  takes  over  and  grows 
deeper,  deeper,  ever  deeper. 

- pause  - 

Chest,  stomach,  lower  back.  Relax  your  entire  body  as  much  as  you  can.  Feel 
that  comfortable  heaviness  that  comes  with  relaxation.  Breathe  easily  and  freely, 
in  and  out.  Notice  how  the  relaxation  increases  as  you  exhale;  as  you  breathe  out, 
just  feel  the  relaxation.  Now  breathe  right  in  and  fill  your  lungs;  inhale  deeply  and 
hold  your  breath.  Study  the  tension.  Now  exhale.  Let  the  walls  of  your  chest  grow 
loose  and  push  the  air  out  automatically.  Continue  relaxing  your  chest  and  let  the 
relaxation  spread  to  your  back,  shoulders,  neck  and  arms.  Just  let  go,  and  enjoy  the 
relaxation. 

- pause  - 

Now  let's  move  to  your  stomach  area.  Tighten  your  stomach  muscles;  make 
your  abdomen  hard.  Notice  the  tension,  then  relax.  Let  the  muscles  loosen  and 
notice  the  contrast.  Once  more,  press  and  tighten  your  stomach  muscles.  Hold  the 
tension  and  study  it,  then  relax.  Notice  the  general  sense  of  well-being  that  comes 
with  relaxing  your  stomach.  Now  draw  your  stomach  in.  Pull  the  muscles  right  in 
and  feel  the  tension  this  way;  now  relax  again.  Let  your  stomach  out.  Continue 
breathing  normally  and  easily  and  feel  the  gentle  massaging  action  all  over  your 
chest  and  stomach.  Again,  pull  your  stomach  in  and  hold  the  tension.  Now  push  out 
and  tense  like  that.  Hold  the  tension.  Once  more,  pull  in  and  feel  the  tension;  now 
relax  your  stomach  fully. 


5^ 


Let  the  tension  dissolve  as  the  relaxation  grows  deeper.  Each  time  you  breathe  out, 
notice  the  rhythmic  relaxation  both  in  your  lungs  and  in  your  stomach.  Notice  how 
your  chest  and  your  stomach  relax  more  and  more.  Try  to  let  go  of  all  contractions 
anywhere  in  your  body. 

- pause  - 

Now  direct  your  attention  to  your  lower  back.  Arch  up  your  back,  make  your 
lower  back  quite  hollow,  and  feel  the  tension  along  your  spine.  Settle  down 
comfortably  again,  relaxing  the  lower  back.  Arch  your  body  up  and  feel  the  tension 
as  you  do  so.  Try  to  keep  the  rest  of  your  body  as  relaxed  as  possible.  Try  to 
localize  the  tension  within  your  lower  back  area.  Relax  once  more,  relaxing  further 
and  further.  Relax  your  lower  back,  relax  your  upper  back,  spread  the  relaxation  to 
your  stomach,  chest,  shoulders,  arms  and  your  face.  All  these  parts  relax  further, 
and  further,  deeper  and  deeper. 

- pause  - 

Hips,  thighs,  calves.  Complete  body  relaxation.  Let  go  of  all  tensions  and 
relax.  Now  flex  your  buttocks  and  thighs.  Flex  your  thighs  by  pressing  down  on  your 
heels  as  hard  as  you  can;  relax  and  note  the  difference.  Straighten  your  knees  and 
flex  your  thigh  muscles  again.  Hold  the  tension,  then  relax  your  hips  and  thighs. 
Allow  the  relaxation  to  proceed  on  its  own.  Press  your  feet  and  toes  downward, 
away  from  your  face,  so  that  your  calf  muscles  become  tense.  Study  that  tension; 
relax  your  feet  and  calves.  This  time,  bend  your  feet  toward  your  face  so  that  you 
feel  tension  along  your  shins.  Bring  your  toes  right  up;  relax  again.  Keep  relaxing 
for  a while.  Now  let  yourself  relax  further,  all  over.  Relax  your  feet,  ankles,  calves 
and  shins,  knees,  thighs,  buttocks,  and  hips.  Feel  the  heaviness  of  your  lower  body 
as  you  relax  still  further. 

- pause  - 

Now  spread  the  relaxation  to  your  stomach,  waist,  lower  back.  Let  go  more  and 
more.  Feel  that  relaxation  all  over.  Let  it  proceed  to  your  upper  back,  chest, 
shoulders  and  arms,  and  right  to  the  tips  of  your  fingers.  Keep  relaxing  more  and 
more  deeply.  Make  sure  that  no  tension  has  crept  into  your  throat;  relax  your  neck 
and  your  jaws,  and  all  of  your  facial  muscles.  Keep  relaxing  your  whole  body  like 
that  for  a while.  Let  yourself  relax. 


- pause  - 
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Now  you  can  become  twice  as  relaxed  as  you  are,  merely  be  taking  in  a really 
deep  breath  and  slowly  exhaling.  \A/ith  your  eyes  closed,  you're  becoming  less  aware 
of  things  around  you,  no  surface  tensions  can  develop.  Breathe  in  deeply  and  feel 
yourself  becoming  heavier.  Take  in  a long,  deep  breath  and  let  it  out  very  slowly. 
Feel  how  heavy  and  relaxed  you  have  become. 

- pause  - 

In  a state  of  perfect  relaxation,  you  feel  unable  to  move  a single  muscle  in  your 
body.  Think  about  the  effort  it  would  take  to  raise  your  right  arm.  As  you  think 
about  raising  your  right  arm,  see  if  you  notice  any  tensions  that  might  have  crept 
into  your  shoulder  and  your  arm.  Now  you  decide  not  to  lift  the  arm  but  to  continue 
relaxing.  Observe  the  relief  and  the  disappearance  of  the  tension;  just  carry  on 
relaxing  like  that.  When  you're  ready  to  get  up,  count  backward  from  four  to  one. 
You  should  feel  fine  and  refreshed,  wide  awake  and  calm! 
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SUMMARY  OF  PEEP  MUSCLE  RELAXATION 

You  can  learn  to  relax  all  large  muscle  groups  in  your  body.  The  method 
requires  that  you  tense  (tighten  up  and  hold  the  tension)  and  then  relax  the  muscle. 
Each  time  you  do  this,  you  also  concentrate  on  the  difference  in  body  sensations  and 
feelings  between  the  tension  and  relaxation.  Learning  these  feelings  will  help  you 
become  aware  of  any  tense  muscles  which  you  can  then  relax.  The  exercise 
progression  is  as  follows: 

Right  hand  and  forearm  - two  times 

Left  hand  and  forearm  - two  times 

Biceps  - bend  elbow  - once 

Triceps  - arms  stretched  out  - once 

Forehead  - wrinkle  up  - once 

Forehead  - wrinkle  down  - once 

Eyes  - close  tightly  - once 

Tongue  - pressed  to  roof  of  mouth  - once 

Neck  - head  pressed  back  - once 

Neck  - head  pressed  back,  rolling  head  to  the  left  and 
then  to  the  right  - two  times 
Shoulders  - shrugged  up  - two  times 
Chest  - deep  breath,  hold  it,  exhale  slowly  - two  times 
Stomach  - hold  it  in  - two  times 
Stomach  - hold  it  out  - two  times 
Lower  back  - arch  it  up  - two  times 
Thighs  - press  down  on  heels  - two  times 
Calves  - toes  forward  - two  times 
Shins  - toes  up  and  back  - two  times 

Try  to  practice  this  exercise  two  times  daily  for  maximum  benefit.  Find  a 
quiet  place  as  free  from  distractions  as  possible. 
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THE  RELAXATION  RESPONSE  (MEDITATIOn/^^^ 


The  relaxation  response  is  a simple,  mental  nonreligious  meditation  technique. 
It  is  a scientific  method  of  working  with  the  consciousness,  which  entails 
concentration  of  attention  and  awareness  on  a single  idea,  object,  or  point  inside  or 
on  the  body  through  repetition  of  a sound,  word,  or  phrase.  The  physiological  and 
psychological  effects  of  the  relaxation  response  counteract  the  body’s  flight  or  fight 
response. 

When  practiced  systematically  for  15  to  20  minutes  twice  daily,  the  relaxation 
response  has  a significant  effect  on  stress  and  its  side  effects.  People  who  meditate 
regularly  have  a lowered  metabolic  rate  (blood  pressure  range);  show  a marked 
decrease  in  the  use  of  alcohol,  drugs,  and  cigarette  smoking;  show  improved  ability 
to  deal  with  stress;  and  increase  their  sense  of  well-being. 

Meditation  nas  also  been  found  to  enhance  empathy,  to  sharpen  mental 
processes  and  to  enhance  interpersonal  functioning. 

Meditation  is  not  a trance;  it  is  not  hypnosis,  which  is  always  problem-focused. 
Awareness  is  sharpened  because  you  tune  out  distracting  thoughts.  This  alteration 
in  consciousness  involves  a qualitative  and  quantitative  change  in  mental  alertness 
and  visual  imagery.  These  changes  in  turn  produce  deep  rest  and  restoration  of 
functioning  by  interrupting  the  adverse  stimuli  that  set  off  the  fight  or  flight 
response. 

The  relaxation  response  procedure  was  developed  by  Dr.  Herbert  Benson,  a 
Harvard  cardiologist  who  studied  the  physiological  responses  to  all  types  of 
meditation  (including  Hindu,  Buddhist,  TM  and  Zen)  and  determined  the  basic 
elements  necessary  to  produce  relaxation. 

The  basic  technique  for  eliciting  the  relaxation  response  is  extremely  simple. 
It's  elements  have  been  known  and  used  for  centuries  in  many  cultures  throughout 
the  world. 

Four  basic  elements  are  common  to  all  these  practices:  a quiet  environment,  a 
mental  device,  a passive  attitude,  and  a comfortable  position. 

• A quiet  environment:  Choose  a quiet,  calm  environment  with  as  few 

distractions  as  possible.  Sound,  even  background  noise,  may  prevent  the 
elicitation  of  the  response. 
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f A mental  device;  The  meditator  employs  the  constant  stimulus  of  a 
single-syllable  sound  or  word.  The  syllable  is  repeated  silently  or  in  a low, 
gentle  tone.  The  purpose  of  the  repetition  is  to  free  oneself  from  logical, 
externally  oriented  thought  by  focusing  solely  on  th  stimulus.  Many  different 
words  and  sounds  have  been  used  in  traditional  practices.  Because  of  its 
simplicity  and  neutrality,  the  use  of  the  syllable  "one"  is  suggested.  When 
attention  is  focused  on  a mantra  or  scene  it  will  reduce  cognitive  or  mental 
stress  more  than  if  attention  is  focused  on  a bodily  progress  such  as  breathing. 

• A passive  attitude;  The  purpose  of  the  response  is  to  help  one  rest  and  relax, 
and  this  requires  a completely  passive  attitude.  You  should  not  scrutinize  your 
performance  or  try  to  force  the  response,  because  this  may  well  prevent  the 
response  from  occurring.  When  distracting  thoughts  enter  the  mind,  they  should 
simply  be  disregarded. 

• A comfortable  position;  The  meditator  should  sit  in  a comfortable  chair,  in  as 
restful  position  as  possible.  The  purpose  is  to  reduce  muscular  effort  to  a 
minimum.  The  head  may  be  supported;  the  arms  should  be  balanced  or 
supported  as  well.  The  shoes  may  be  removed  and  the  feet  propped  up  several 
inches,  if  desired.  Loosen  all  tight-fitting  clothing. 


59 


EXERCISE 


PRACTICE  OF  RELAXATION  RESPONSE^^^^ 


In  a quiet  environment,  sit  in  a comfortable  position. 

Close  your  eyes. 

Deeply  relax  your  muscles,  beginning  at  your  feet  and  progressing  up  to  your 
face;  feet,  calves,  thighs,  lower  torso,  chest,  shoulders,  neck  head.  Allow  them  to 
remain  deeply  relaxed. 

Breathe  through  your  nose.  Be  aware  of  your  breathing.  As  you  breathe  out, 
say  the  word  "one"  silently  to  yourself.  Thus,  breathe  in,  breathe  out  with  "one".  In, 
out,  with  "one". 

Continue  this  practice  for  20  minutes.  You  may  open  your  eyes  to  check  the 
time,  but  do  not  use  an  alarm.  When  you  finish,  sit  quietly  for  several  minutes,  first 
with  your  eyes  closed,  and  then  with  your  eyes  open. 

Do  not  worry  about  whether  you  are  successful  in  achieving  a deep  level  of 
relaxation;  maintain  a passive  attitude  and  permit  relaxation  to  occur  at  its  own 
pace.  When  distracting  thoughts  occur,  ignore  them  and  continue  to  repeat  "one"  as 
you  breathe.  The  technique  should  be  practiced  once  or  twice  daily.  Wait  at  least 
two  hours  after  any  meal,  since  the  digestive  processes  seem  to  interfere  with  the 
elicitation  of  the  expected  changes. 
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SECTION  6:  STRESS  MANAGEMENT  PRINCIPLES 
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GUIDELIiMES^^^^ 

In  combination  with  relaxation  techniques  such  as  the  ones  we  just  described, 
these  management  principles  provide  a comprehensive  approach  to  managing  stress. 
By  taking  a holistic  approach  to  stress  management,  you  can  reduce  the  negative 
effects  of  burnout. 


*  *  * * 

1.  ,v1  AN  AGING  YOUR  TIME  ANO  ENERGY 

Self-Assessment: 

• Listen  to  your  body  and  your  feelings  for  signals  of  stress. 

9 Evaluate  your  present  habits.  \A/hat  price  do  you  pay  in  terms  of  stress, 

discomfort,  or  lack  of  enjoyment  of  life? 

9 Be  aware  of  high-stress  habits:  speaking  fast,  competing  constantly, 
ignoring  or  denying  tiredness,  setting  quotas,  doing  two  things  at  once, 
pretending  to  listen,  overscheduling,  clenching  your  fists  or  jaws. 

• Look  for  stressors  - people,  places,  things  - and  take  responsiblity  for 
trying  to  lower  your  stress. 

• Find  your  stress  quotient.  Ask  yourelf,  "Am  I taking  on  too  much?"  If  so, 
slow  down  your  life  and  your  drive. 

Planning  and  Setting  Goals: 

• Set  priorities:  Choose  how  to  spend  your  time  and  energy  to  balance  your 
life,  control  your  tempo,  and  achieve  a healtny  balance  between  work  and 
play. 

• Scnedule  time  for  recreation  and  hobbies.  Try  to  maximize  your 
enjoyment  of  life.  The  noise  and  rush  of  modern  life  may  keep  us  in  a 
constantly  stimulated  state  and  contribute  to  a feeling  of  anxiety.  Take  a 
breather,  relax,  and  allow  yourself  time  to  get  places.  Take  time  to  enjoy 
the  trip  and  time  to  reflect. 

2.  IMPROVING  YOUR  EXTERNAL  ENVIRONMENT 

• Reduce  unnecessary  noise  and  irritation. 

9 Get  enough  rest  and  sleep  in  order  to  be  alert  and  able  to  cope  with  stress. 

• Don't  use  passive,  habit-forming  ways  to  blot  out  stress  symptoms  - drugs 
or  alcohol  - which  later  cause  more  stress.  These  make  you  dependent  on 
means  outside  of  yourself  for  control  of  stress. 
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• Anticipate  changes  and  crises;  plan  how  you  will  deal  with  stresses  - a job 
change,  a disappointment.  Remember  that  the  ability  to  handle  stress 
comes  from  within, 

• Improve  the  way  you  relate  to  others.  Learn  to  be  more  open  and  honest 
and  to  express  your  feelings  and  share  yourself  with  others. 
(Assertiveness  training  can  help  here.)  Learn  to  express  anger 
constructively. 

• Build  a support  system:  develop  new  friendships,  ask  friends  for  extra 
strokes  when  you  need  them.  Be  more  open  with  people.  Don't  criticize 
or  blame  others,  give  in  occasionally,  do  something  for  others,  get 
involved. 

• Build  a comfortable  home  atmosphere:  change  your  residence, 

redecorate,  put  yourself  into  your  physical  surroundings  and  create  a 
comfortable  scene  around  you. 

IMPROVING  YOUR  INTERNAL  ENVIRONMENT: 

m Develop  a positive  attitude  toward  life.  Put  stressors  in  a favorable 
context.  If  you  can  convince  yourelf  that  some  of  the  stress  is  useful  or 
necessary,  you  will  reduce  the  effects  of  stress.  In  other  words,  recognize 
the  beneficial  aspects  of  stress,  even  to  the  point  of  seeking  growth 
lessons  in  bad  experiences.  Use  the  power  of  positive  thinking;  your 
attitude  determines  whether  you  perceive  any  experience  as  pleasant  or 
unpleasant. 

• Learn  to  take  it  easy.  Many  of  us  take  things  too  seriously  and  need  to 
take  one  thing  at  a time.  When  we  worry  too  much  we  need  diversion  - 
something  to  put  in  the  place  of  worrying  - a pleasant  thought,  thought 
stoppage  (a  technique  to  stop  negative  thought  patterns  by  shouting  words 
like  "stop"  or  "no"  in  the  middle  of  an  anxious  series  of  thoughts),  or 
change  of  scene  (getting  away  from  a painful  situation  in  order  to  catch 
your  breath  and  give  yourself  a new  perspective  - going  to  a movie, 
reading,  visiting  a friend  - doing  something  to  escape  from  your  routine). 
Remember,  worry  is  like  rocking  in  a rocking  chair.  It  gives  you 
something  to  do  but  gets  you  nowhere. 

• Set  aside  some  "quieting"  time.  Practice  the  relaxation  response  or  deep 
muscle  relaxation.  Regulating  the  activity  of  your  mind  or  body  will 
reduce  unwanted  activity  in  that  mode.  Practicing  meditation  with 
visualization  helps  reduce  worrying  and  anxious  thoughts  and  DMR  helps 
reduce  tension  in  the  body. 
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• Talk  out  your  worries  with  a friend  or  a professional  (if  preoccupied  with 
emotional  problems).  This  helps  clarify  problems  and  control  anxiety. 
Therapy,  by  helping  you  relax  and  become  aware  of  your  feelings  and 
behavior,  helps  you  remain  calm  in  otherwise  anxious  situations. 

• Set  your  goals  on  inner  peace  and  serenity.  We  all  need  to  learn  to  accept 
what  we  cannot  change,  to  learn  to  love  ourselves,  and  to  not  be  afraid. 
Instead  of  worrying  about  the  past  or  the  future,  focus  on  living  in  and 
enjoying  the  present.  By  accepting  your  limits  and  choosing  beliefs  that 
help  you  deal  with  the  unknowable,  you  can  feel  a sense  of  purpose  and 
inner  peace. 

• Educate  your  mind.  Improve  your  ability  to  cope  with  stress  by  reading 
about  human  growth,  stress  and  the  dimensions  of  life;  arm  youself  with 
knowledge. 

4.  PHYSICAL  CONDITIONING 

Do  regular  physical  exercise.  Inactivity  is  a serious  health  hazard. 
Regular,  vigorous  exercise  (especially  aerobic  exercises  that  have 
cardiovascular  benefits)  reduces  anxiety,  inhibits  unwarranted  mental  and 
physical  behavior,  and  produces  a fatigued  state  that  further  reduces  such 
behavior.  In  other  words,  the  attention  that  has  to  be  focused  on  vigorous 
activities  (tennis,  jogging,  etc.)  counteracts  mental  and  physical  anxiety. 
Physical  exercise  is  also  a way  to  work  off  stress  by  relieving  tension.  This 
makes  it  easier  to  handle  problems  more  calmly.  Each  of  us  needs  a safety 
valve  activity  or  outlet  for  pent-up  emotions.  Activities  that  are  good  for  high 
mental  and  physical  stress  include  running,  brisk  walking,  swimming,  biking, 
acting  sports  and  Hatha  Yoga. 

5.  NUTRITION  AWARENESS 

Develop  a nutritionally  balanced  diet.  We  need  to  feed  our  bodies  the 

right  building  and  nourishment  materials.  Attention  to  proper  nutrition  is  a 

form  of  insurance  against  disease  and  debilitation.  Author  Donald  Ardell  says, 

"A  major  diet-related  health  hazard  in  our  country  is  a combination  of 

(23) 

over-consumption  and  under-nutrition." 


65 


There  is  much  controversy  about  nutritional  requirements  these  days. 
You  need  to  study  nutrition  and  then  map  out  your  own  course.  Some  basics 
that  are  fairly  widely  accepted  include; 

• Cutting  down  on  caffeine  products:  coffee,  tea,  cola 

• Adding  bran  for  bulk 

• Reducing  sugar  intake 

• Eating  more  raw  fruits  and  vegetables 

• Eating  more  unprocessed  foods 

• Supplementing  your  diet  with  vitamins  and  minerals 

• Starting  each  day  with  a full  breakfast 
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EXERCISE 


PERSONAL  STRESS  MANAGEMENT  PLAN 


INSTRUCTIONS: 

Distribute  copies  of  the  Personal  Stress  Management  Plan  which  participants 
should  complete  on  their  own.  Explain  that  this  stress  planning  process  takes  a 
comprehensive  approach  to  assessing  and  managing  stress  — whether  in  personal  life 
or  on  the  job.  Participants  should  think  through  their  responses  carefully  in  order  to 
formulate  a successful  plan  to  manage  stress. 

Go  over  the  plan,  giving  examples  of  how  one  might  respond  to  each  section  as 
suggested.  Where  appropriate,  explain  how  the  stress  management  principles  can  be 
applied  to  each  participant's  own  plan  of  action. 
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HANDOUT 


PERSONAL  STRESS  MANAGEMENT  PLAN 
- PROPER  STRESS  LEVEL; 

I • vVhat  are  the  kinds  of  stress  you  can  endure? 

Example;  Increased  responsibilities  if  given  support. 


t 

-}■ 

{ 


What  are  the  kinds  of  stress  you  cannot  endure? 

Example;  Isolation,  fear  of  the  unknown,  lack  of  information  (such  as  being 
assigned  to  a client  with  a disability  you  know  nothing  about. 

What  is  your  personal  rhythmic  pattern;  consider  what  is  your  optimum  time  of 
day  or  year.  Do  you  handle  beginnings  or  endings  better? 


RESOURCES; 

j Physical  — What  is  your  level  of  health,  energy,  sleep  requirements? 


I Emotional  — What  are  your  emotional  strengths  and  weaknesses? 

I Social  --  How  well  do  you  relate  to  others?  Do  you  have  others  you  can  turn  to  for 
I support  or  help  with  problems? 

i Intellectual  — What  are  your  abilities  and  interests? 

Spiritual  — What  are  your  beliefs  about  what  really  matters? 

CURRENT  STRESSORS; 

What  is  causing  the  trouble? 

Example;  Family  illness. 

Analyze  the  area  of  the  pain. 

Example;  You  may  feel  it  is  your  responsibility  to  provide  care  for  the  family 
member  but  lack  the  time  to  keep  your  job  and  care  for  the  person. 
You  feel  guilty. 

Where  is  it  coming  from? 

Example;  More  time  is  required  of  you  than  you  can  give  without  giving  up 
your  job  which  is  important  to  you.  You  feel  torn. 


A 
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'Nho  is  involved? 

Example;  Yourself,  the  sick  family  member,  your  sister  who  you  feel  does 
have  the  time. 

What  are  you  doing  that  contributes  to  the  problem?  (This  question  is  not  meant  to 

assign  blame  but  to  pinpoint  potential  areas  for  intervention.  You  might  be  feeling 

angry  about  your  sister's  failure  to  volunteer  to  help  while  you  are  not  assertively 

asking  for  help  and  blaming  yourself  for  not  being  able  to  manage  without  help.) 

How  could  you  take  better  care  of  yourself? 

Example;  You  could  reward  yourself  by  taking  a step  to  relieve  the  stress. 

You  might  describe  the  situation  to  your  sister  and  assertively 
request  her  help.  You  could  stop  blaming  yourself  for  "being  human". 

VALUES,  GOALS  AND  COMMITMENTS; 

Define  goal. 

Example;  To  get  help  with  the  care  of  the  sick  family  member  within  two  days. 

Assess  its  importance. 

Example;  Highest  priority. 

Blocks  to  goal  achievement. 

Example;  Budget  limitations  restrict  your  freedom  to  hire  someone.  Time  or 
procedural  constraints  could  also  constitute  blocks  in  other 
situations. 

Risks  of  consequences. 

Example;  Your  sister  may  refuse  your  request,  or  consent  but  be  resentful,  or 
angry  for  having  been  asked.  Give  up  "omnipotence"  or  the  need  to 
be  in  total  control  of  the  situation;  learn  to  share  the  responsibility 
with  other  family  members. 


Others  involved. 


Example;  Neighbors  or  friends  might  be  willing  to  take  turns  helping. 
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I PLAN  OF  ACTION; 

I Outline  specific  steps  to  attain  goals. 

Examples;  Better  time  management  might  result  in  more  time  available  to 
provide  care;  assertively  ask  sister's  help;  ask  assistance  of 
neighbor.  Stop  wasting  time  feeling  sorry  for  self. 


Assess  progress  — Set  a date  for  achieving  goals. 
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SUMMARY 

This  module  has  introduced  you  to  the  causes,  symptoms  and  consequences  of 
stress.  >/Vhile  gaining  an  appreciation  for  the  positive  stimulation  produced  by 
certain  stressors,  we  have  focused  on  the  potential  risks  and  negative  effects  of 
prolonged,  intense  stress  --  conditions  frequently  experienced  by  those  of  us  who 
work  regularly  with  severely  disabled  individuals. 

We  have  discussed  and  practiced  a variety  of  principles  and  techniques  for 
recognizing  symptoms  of  stress  overload  and  utilizing  simple,  effective  methods  for 
managing  stress  in  our  daily  lives. 

With  the  understanding  and  skills  developed  here,  you  are  now  well-prepared  to 
utilize  stress  to  stimulate  rather  than  stunt  your  personal  and  professional  growth. 
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PREFACE 


PROVIDING  RESPITE  CARE  - A TRAINING  PROGRAM  has  been  designed  as  a 
flexible  tool  for  trainers  of  respite  care  providers  and  home  health  aides  serving 
developmentally  disabled  individuals  and  their  families. 

This  specialized  module  on  RECREATION  AND  LEISURE  offers  providers 
practical  guidance  and  experience  in  developing  and  implementing  an  individualized 
recreational  program  for  their  clients.  Particular  emphasis  is  given  to  creatively 
adapting  a recreational  program  to  accommodate  and  enhance  the  client's  current 
capabilities,  needs  and  interests. 

Section  1 of  this  module  reviews  the  benefits  of  recreation  and  leisure 
activities  and  outlines  important  factors  to  consider  in  assessing  skills  and  selecting 
appropriate  activities. 

Section  2 introduces  participants  to  a variety  of  creative  movement  activities 
and  offers  practice  in  selecting  and  utilizing  creative  movement  to  stimulate 
personal  expression  and  interpersonal  skills. 

Section  3 explores  art  as  a recreational  outlet  and  as  a useful  therapeutic  tool. 

Preparation  of  this  module  has  been  in  the  charge  of  Ronnie  Mae  Weiss  of 
United  Community  Planning  Corporation.  Kathryn  J.  Apgar  of  the  Family  Service 
Association  of  Greater  Boston  developed  and  compiled  the  materials  presented  here. 

Other  individuals  who  contributed  ideas  or  materials  for  use  include  Meg 
Groden  of  Toward  Independent  Living  and  Learning  (TILL,  Inc.);  Simone  B.  Alter, 
consultant  in  art  therapy;  Paula  A.  Ficocelli  of  the  New  Haven  Regional  Center;  and 
Elaine  Ostroff  of  the  Massachusetts  Department  of  Mental  Health. 

Patricia  M.  Howard  reviewed  and  edited  the  module. 

In  addition  to  the  individuals  mentioned  here,  thanks  also  go  to  the  staffs  of  the 
Wrentham  State  School  and  United  Community  Planning  Corporation  for  their 
valuable  advice  and  support. 
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TRAINER  FACT  SHEET 

JUGGESTEO  GUEST  SPEAKERS:  Recreational  specialist  or  person  experienced  in 
[electing  and  implementing  recreational  activities  for  developmentally  disabled 
)ersons. 

PURPOSE:  This  module  is  designed  to  stimulate  participants'  thinking  about  the 
nany  ways  leisure  and  recreation  activities  can  benefit  developmentally  disabled 
)eople.  With  increased  knowledge  and  skills  in  planning  and  implementing 
•ecreation  and  leisure  activities,  participants  will  be  able  to  help  developmentally 
iisabled  clients  to  expand  their  repertoire  of  rewarding  play  activities. 

DBJECTIVES:  Upon  completion  of  this  module,  participants  should  be  able  to 

I discuss  the  value  of  play,  recreation  and  leisure  activities  for  developmentally 
disabled  individuals; 

I demonstrate  skills  in  selecting  recreational  activities  appropriate  to  individual 
needs,  interests,  abilities  and  age; 

t utilize  creative  movement  as  a recreational  outlet  for  disabled  individuals; 

I utilize  art  activities  as  a recreational  outlet  for  disabled  persons. 
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INTRODUCTION 


Many  of  us  now  have  more  leisure  time  than  ever  before,  and  forecasters  tell  us 
there  will  oe  even  more  free  time  for  everyone  in  the  years  ahead.  New 
recreational  activities  are  increasing  at  a rate  that  can  leave  us  bewildered  about 
how  to  choose  from  among  them. 

Developmentally  disabled  people  have  all  the  same  problems  with  play  and 
recreation  — in  magnified  form.  They  usually  have  even  more  free  time  — enforced 
free  time  --  than  we  have.  Some  individuals  may  feel  they  should  spend  most  of 
their  time  learning  basic  skills.  Attitudes  of  family  and  community  caregivers  tend 
to  reinforce  this  attitude  and  devalue  the  need  for  play.  Depending  on  the 
individual’s  capabilities,  the  disabled  person  may  need  some  help  to  select  and  to 
participate  in  recreational  activities. 

In  this  module,  we  will  explore  the  benefits  of  recreational  and  leisure 
activities,  particularly  as  they  apply  to  developmentally  disabled  individuals.  We 
will  examine  the  steps  involved  in  developing  a recreational  program  and  practice 
adapting  creative  movement  and  art  activities  to  individual  interests  and 
capabilities. 
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Section  1:  THE  VALUE  OF  PLAY 


8 


EXERCISE 


CREATIVITY  ICE-BREAKER 


INSTRUCTIONS: 

Ask  the  participants  to  stand  in  a circle.  Then  ask,  "What  can  you  make  with 
this  imaginary  wire  coat  hanger?"  Demonstrate  some  possibilities  yourself  by 
pretending  to  twist  and  shape  the  hanger  into  some  recognizable  form.  Ask  the 
group  to  guess  what  you  made.  After  they  have  guessed  "correctly,"  pass  the  hanger 
on  to  the  next  person  who  untwists  your  creation  and  makes  one  of  his/her  own;  ask 
the  group  to  guess  what  was  "made".  Then  pass  the  hanger  on  to  the  next  person. 
This  activity  is  generally  enjoyed  by  the  groups.  Don't  spend  too  much  time  on  it, 
however,  before  getting  into  the  second  phase  of  the  exercise. 

After  everyone  has  "made"  something,  inquire  whether  their  "creations"  related 
to  their  personal  interests  and  values.  During  the  discussion,  point  out  that  the 
purpose  of  this  task  is  to  encourage  inventiveness  as  well  as  the  ability  to  respond 
flexibly  to  what  others  are  doing.  Since  responses  to  what's  being  made  are  to  a 
large  extent  guesses,  limit  the  number  of  guesses  per  person. 
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OBJECTIVES  OF  A RECREATION  PROGRAM 

Play,  recreation  and  leisure  are  essential  to  learning,  intellectual  development, 
personality,  social  development,  creative  self-expression,  and  mental  health. 
Positive  play  and  leisure  activities  should  be  fun.  They  should  also  help  people 
acquire  skills,  interests  and  attitudes  that  will  make  their  free-time  meaningful  and 
satisfying.  Lifelong  leisure  habits  help  people  acquire  and  use  skills  needed  to 
function  at  a fuller  potential  and  maintain  social  contacts. 

As  a provider  of  respite  services,  you  should  keep  in  mind  the  following  goals: 

• To  develop  leisure/play  values  and  attitudes  by  exposing  clients  to  a broad 
range  of  recreational  activities  and  encouraging  successful  play  behaviors. 

• To  develop  social  interaction  skills  through  participation  in  dyads,  small  or 
large  group  cooperative  play  activities. 

• To  develop  client  leisure  activity  skills  by  providing  activities  that  meet  the 
client's  abilities  and/or  preferences. 

• To  identify  leisure  resources  available  to  clients  at  and  away  from  home  and  to 
assist  them  in  learning  how  to  use  the  facilities,  materials  and  resources 
available  to  them. 

Play,  recreation  and  leisure  skills  make  use  of  and  help  develop  gross  motor, 
fine  motor,  social,  communication  and  many  other  skills.  The  learning  of  leisure 
skills  should  not  become  overly  demanding  or  tedious  at  the  expense  of  fun  which  is 
the  basic  purpose  of  the  activity. 


ASSESSING  PLAY  AND  RECREATIONAL  SKILLS 


You  will  need  to  assess  your  client's  play  and  recreational  skills  and  preferences 
in  order  to  select  appropriate  activities.  It  is  important  to  know  the  client's  current 
level  of  functioning  in  four  areas:  gross  and  fine  motor  skills,  intellectual 

functioning,  and  social  abilities.  The  client's  educational  play  will  give  some  of  this 
information;  you  can  learn  much  more  about  the  client's  play  skills  by  talking  to  the 
client  and  parents  (where  appropriate)  and  by  making  your  own  observations. 

In  assessing  gross  and  fine  motor  functioning,  be  aware  that  development 
progresses  sequentially;  the  individual  will  be  able  to  throw  before  being  able  to 
catch,  and  can  string  beads  before  developing  the  skills  of  cutting,  zippering  and 
buttoning. 

The  developmental  sequence  is: 

Gross  Motor:  3ody  identification,  static  balance,  crawling,  creeping, 

dynamic  balance,  walking,  rolling,  pushing,  pulling,  lifting 
and  carrying,  throwing,  catching,  striking,  climbing, 
running,  jumping,  hopping,  kicking. 

Fine  Motor:  Grasping,  block  building,  hammering,  pouring,  drawing, 

stringing,  cutting,  zippering,  buttoning. 

For  individuals  with  physical  or  perceptual  handicaps,  their  ability  to  perform 
any  activity  may  be  limited  by  the  nature  of  the  disability.  For  example,  an 
individual  with  cerebral  palsy  might  be  unable  to  stack  a tower  of  blocks  but  able  to 
zipper  a jacket  or  button  a sweater. 

The  person's  intellectual  functioning  will  affect  how  you  present  an  activity. 
One  individual  may  be  sufficiently  independent  to  use  you  primarily  as  a resource 
and  guide;  another  may  require  repeated  demonstration  and  learning  of  the  activity 
in  simple  steps. 

In  assessing  an  individual's  social  functioning,  you  will  need  to  know  whether  the 
person  can  play  alone  in  the  presence  of  others,  or  can  interact  with  others 
cooperatively,  follow  the  rules  of  a game,  share,  accept  losing,  be  willing  to 
compromise,  and  take  responsibility  for  equipment  and  his  or  her  social  behavior. 
The  Comprehensive  Assessment  Tool  (CAT)  is  one  resource  which  lists  sequentially 
the  social  behaviors  needed  for  group  activities. 
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COMPREHENSIVE 
ASSESSMENT  TOOL 


REPRINTED,  with  permission,  from  Client  Community  Record  System, 
prepared  for  the  Mass.  Dept,  of  Mental  Health  by  Seaside  Education 
Associates,  Lincoln  Center,  MA:  May  1980. 


Introduction 

The  Comprehensive  Assessment  Tool  (CAT)  is  an  optional  client  assessment 
instrument  designed  to  assist  in  the  assessment  and  objective  selection 
aspects  of  the  Individual  Service  Plan  (ISP)  process.  The  purpose  of 
the  CAT  is  to  aid  provider  staff  in  collecting  and  organizing  the  informa- 
tion necessary  to  develop  status  assessments,  select  and  write  annual  and 
quarterly  objectives,  identify  appropriate  interventions,  allocate  resources 
and  monitor  progress.  The  CAT  can  also  be  used  by  providers  for  keeping  a 
detailed  record  of  client  progress  within  specific  areas.  The  CAT  is 
primarily  an  extended  worksheet  that  can  be  used  in  a variety  of  ways 
(depending  on  staff  orientation  and  needs).  It  is  not  designed  to  produce 
a summary  score  or  to  compare  clients. 


With  its  thirty  Domains  (e.g..  Dressing,  Work  Attitudes),  numerous  Sub- 
Domains  (e.g..  Fastening  Clothes,  Response  to  Pressure)  and  approximately 
1550  Skill  Statements  the  CAT  contains  a wealth  of  assessment  and 
planning  information.  To  aid  in  assessing  this  information  the  various 
Domains  are  grouped  into  nine  Areas  (e.g..  Self  Help,  Vocational).  The 
CAT  Areas  and  Domains  are  listed  below: 


MOTOR  DEVELOPMENT 


ACADEMIC/COGNITIVE 


Gross  Motor 
Fine  Motor 


Reading/Writing 

Math 

Matching/ Sorting 

Cl assi f i cati on/Associ ati on 


SELF  HELP 


DOMESTIC 


Eating 
Dressing 
Hygiene 
Toilet  Skills 


Medical  Management 

Housekeeping 

Cooking 


LANGUAGE 


VOCATIONAL 


Receptive 

Expressive 


Work  Attitudes 
Work  Skills 
Measurement 
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SOCIAL  & COMMUNITY  INTEGRATION 


RECREATION/LEISURE  ACTIVITIES 


Safety 

Social  Development 
Using  Money 
Making  Purchases 
Money  Management 
Travel 

Time  Telling 
Community  Orientation 


Prerequisi tes 
Individual  Activities 
Group  Activities 
Leisure  Activities/ 


Spectator  Sports 


BEHAVIOR  MANAGEMENT 


The  number  of  CAT  skill  statements  precludes  it  from  being  filled  out 
completely  for  each  client,  rather  it  is  intended  to  be  used  selectively. 
Staff  should  select  only  those  Domains  relevant  to  the  specific  need  areas 
of  the  client.  It  is  also  important  to  remember  that  the  reporter  using 
the  CAT  does  not  need  to  be  a specialist.  The  CAT  is  intended  to  allow 
direct  care  staff  and  client  representatives  to  translate  their  knowledge 
of  the  client  into  specific  and  concrete  skill  statements.  With  minimal 
training  any  person  familiar  with  the  client  can  complete  relevant  CAT 
domains. 


B.  Uses  of  the  Comprehensive  Assessment  Tool  (CAT) 


The  CAT  can  potentially  be  utilized  in  a variety  of  ways  to  meet  a number  f 
ISP  related  needs.  Among  these  needs  are: 


t Writing  Objectives  in  Behavioral  Terminology 

• Allocating  Resources 

• Providing  an  Ongoing  Record  of  Client  Progress 


Establishing  Current  Levels  of  Functioning:  The  Regulations* require  a 

determination  of  the  specific  assessments  needed  by  the  client,  and  a 
statement  of  the  client's  current  abilities  within  each  need  area.  The  CT 
with  its  many  ski  1 1 /behavior  items  and  detailed  scoring  system,  can  identf) 
even  the  most  finite  aspects  of  a client's  abilities.  Thus,  it  can  provie 


• Establishing  Current  Levels  of  Functioning 

• Identifying  Appropriate  Next-Step  Objectives 


*The  Department  of  Mental  Health's  Mental  Retardation  Regulations 
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the  information  necessary  to  write  complete  and  concise  status  assessments. 


Identifying  Appropriate  Next-Step  Objectives;  Because  of  its  developmental 
approach  to  organizing  skill  and  behavior  items,  the  CAT  can  assist  the  pro- 
gram in  selecting  appropriate  annual  objectives  for  the  client.  By 
reviewing  the  behavioral  sequence  which  appears  just  beyond  the  client's 
current  skill  level,  the  reporter  should  be  able  to  select  appropriate  next- 
step  objectives  for  the  client.  These  objectives  should  be  sequenced 
along  a developmental  continuum.  This  approach  enhances  the  client's 
learning  potential  and  assures  that  the  skill  which  is  targeted  for 
achievement  is  realistic  for  the  client. 


Writing  Objectives  in  Behavioral  Terminology:  The  Regulations  require 

that  objectives  be  written  in  behavioral,  or  otherwise  measurable  terms. 
The  CAT  skill  and  behavior  statements  comprise  one  basic  component  of 
a behavioral  objective:  the  behavior  itself,  which  consists  of  an 

action  verb,  plus  the  material  or  concept  to  be  acted  upon.  All  skill 
and  behavior  statements  are  written  in  descriptive  language  with  a posi- 
tive focus,  which  is  intended  to  orient  objective  managers  toward 
developing  behavioral  objectives  which  reflect  desired  outcome  behaviors 
or  skills  for  the  client. 


In  addition,  the  CAT  scoring  system  enables  objective  managers  to  identify 
I the  other  two  components  of  a behavioral  objective:  conditions  (e.g., 

demonstration,  partial  physical  assistance)  and,  criteria  (e.g.,  at 
least  90%  of  trials).  The  response  categories  provide  a variety  of 
, options  to  assess  clients  and  to  assist  staff  in  writing  objectives  in 
behavioral  terms.  Objectives  written  in  thoroughly  behavioral  terms 
will  be  unambiguous  and  measurable;  everyone  observing  the  client  will, 
in  most  cases,  be  able  to  agree  on  whether  or  not  the  objective  had 
been  accomplished.  Once  client  information  is  recorded  on  the  CAT, 

■ the  task  of  translating  this  information  into  behavioral  objectives  is 
relatively  simple. 


Allocating  Resources:  The  CAT  can  assist  in  resource  allocation, 

I especially  by  identifying  the  critical  parameters  to  be  considered 
I regarding  staff  allocation.  For  example,  by  knowing  the  level 
I of  assistance  needed  by  the  client  to  perform  a skill,  the  program 
will  be  able  to  determine  an  appropriate  staff-to-client  training  ratio. 

1 The  CAT  can  also  be  used  to  identify  new  resources  (e.g.,  specialized 
5 services,  instructional  materials)  required  to  implement  the  interven- 
tion. Thus,  in  addition  to  enabling  the  program  to  assess  the  client's 
current  level  of  functioning,  the  CAT  provides  the  objective  manager  with 
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the  opportunity  to  give  suggestions  as  to  what  is  needed  to  enhance 
client  growth  and/or  skill  acquisition,  with  respect  to  a particular 
skill  or  behavior  item. 


Providing  an  Ongoing  Record  of  Client  Progress:  The  CAT's  design 

reflects  its  sensitivity  to  changes  in  client  performance,  regardless 
of  the  client's  skill  level.  The  CAT's  detailed  skill  statements 
and  various  performance/response  categories  make  it  an  effective  tool 
for  demonstrating  even  the  smallest  increments  in  client  progress. 
Programs  can  use  the  same  CAT  pages  associated  with  a particular 
Skill  Area/Domain  to  record  and  compare  performance  on  an  annual  or 
quarterly  basis. 


C.  Scoring  Options 


Depending  on  the  purpose  for  which  the  CAT  is  used,  the  reporter  may 
select  any  one  of  the  following  scoring  options: 


Option  1 : The  CAT  may  be  used  exclusively  as  a guide  to  selecting 

next  step  objectives  and/or  writing  behavioral  objectives.  This  usage 
would  not  require  any  entries  in  the  CAT. 

Option  2:  The  CAT  may  be  used  to  conduct  a single  assessment  of  a client 

skills  with  regard  to  a specific  need  area.  This  one  time  use  would 
involve  marking  the  appropriate  categories  with  an  "x"  or  check.  This 
procedure  is  not  recommended  where  future  administrations  of  the  CAT 
are  anticipated;  since  a new  set  of  pages  would  be  required  for  each 
subsequent  administration. 

Option  3:  Any  CAT  page  may  be  used  for  up  to  six  administrations.  In 
the  upper  right  hand  corner  of  each  page  there  is  space  for  recording 
the  dates/reporter  for  each  administration.  When  using  the  CAT  for 
repeated  administrations,  the  number  of  the  administration  should  be 
used  as  the  "x"  or  check  is  in  Option  2.  In  this  way,  it  is  possible  to 
easily  differentiate  between  administrations  on  the  same  page.  It 
also  makes  it  simple  to  see  client  progress  from  administration  to 
administration. 

If  either  scoring  option  2 or  3 is  used,  it  would  probably  be  helpful  to 
establish  a scoring  base  - three  consecutive  skills  scored  as  "in- 
dependent" - and  a scoring  ceiling  - three  consecutive  skills  scored  at 
"total  physical  assistance"  or  "assessed  as  totally  dependent"  - in  each 
domain  used  to  assess  a need  area.  Unless  there  is  a reason  to  believe 
otherwise,  a vertical  line  may  be  drawn  through  all  statements  preceding 
the  base.  And  unless  there  is  a reason  to  believe  otherwise,  the  reporte 
should  stop  at  the  scoring  ceiling. 
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Response  Categories 


In  using  the  CAT  to  assess  the  client  with  regard  to  each  appropriate 
skill  or  behavior,  the  reporter  marks  the  response  category  or  categories 
which  most  accurately  describe  the  client's  current  functioning  level.  Each 
of  the  response  categories  is  described  below: 


NOT  APPLICABLE/NOT  OBSERVED:  This  box  is  checked  if  the  skill 

statement  is  not  relevant  for  the  client  to  perform  (e.g.,  "shaves 
legs"  may  not  be  relevant)  or  if  the  client  has  had  no  opportunity 
to  perform  the  skill.  It  does  not  refer  to  those  behaviors  which  are 
"too  simple"  for  the  client  (those  should  be  scored  as  Independent 
(90  - 100%)). 


USES  ADAPTIVE  EQUIPMENT:  This  box  is  marked  if  the  client  uses  a 
prosthetic  device(s)  (e.g.,  plate  guard,  dorsal  feeding  splint) 
or  mechanical  cues  (e-g*»  jigs,  identification  tags)  in  the  per- 
formance of  the  skill. 

ASSESSED  AS  TOTALLY  DEPENDENT:  Mark  this  box  if  a staff  person  must 

perform  the  task  for  the  client  (e.g.,  must  be  dressed  due  to  total 
paralysis) . 


LEARNING  TO  DO  - ASSISTANCE  CURRENTLY  REQUIRED:  This  section  allows 
the  reporter  to  identify  the  minimum  level  of  assistance  a client 
requires  in  order  to  perform  the  skill.  More  than  one  category 
may  be  checked. 


Total  Assistance: 
Partial  Physical: 
Demonstration: 
Verbal : 

1 to  1 or  Group: 


hand-on-hand  assistance 

either  a physical  prompt  or  limited  assistance 
the  skill  is  physically  or  visually  displayed 
verbal  (or  signed/gestured)  cues  or  instruction 
can  the  client  learn  this  skill  in  a group 
situation  or  is  a 1 to  1 situation  necessary 
(write  "G"  for  Group  or  "1"  for  1-to-l) 


WHAT  IS  NEEDED  FOR  FURTHER  PROGRESS?:  This  section  indicates  what 

must  be  acquired  for  the  client  to  make  progress  in  this  ski 11 /be- 
havior. Responses  in  this  section  can  relate  to  "Learning  to  Do" 
or  "Can  Do;  How  Well  - Percentage  of  Appropriate  Performance".  More 
than  one  item  may  be  checked. 

Practice  to  Refine:  performs  the  skill  without  help  but  does 

not  perform  it  as  well  as  desired  (e.g., 
sweeps  floor  but  creates  dust) 

Specific  Instruction  Underway:  the  client  is  being  provided  the 

appropriate  training 

Specific  Instruction  Needed:  the  necessary  training  has  either 

not  been  identified  or  is  not  currently 
available 
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Specialist  Services:  skill  training  cannot  be  accomplished 

with  available  services;  a specialist 
or  generic  service  is  required 
Staff/Instructional  Services:  there  are  not  enough  staff 

available  to  work  on  this  skill  or 
the  available  staff  need  instruction  in 
order  to  teach  this  skill.  Or  if  additional 
instructional  materials  are  required. 
Reduction  of  Interfering  Behaviors:  current  behavior(s)  pre- 

vents more  independent  performance  of  the 
skill  (e.g.,  high  frequency  of  arm  flailing 
prohibits  attention  to  assembly  tasks) 

CAN  D0;H0W  WELL-%  OF  APPROPRIATE  PERFORMANCE:  This  section  allows  th( 

reporter  to  indicate  how  frequently  the  client  independently  performs 
the  skill  in  "real  life"  situations  (e.g.,  change  a light  bulb  when 
it  blows  out).  The  three  response  categories  indicate  the  percentage 
of  times  that  the  client  performs  the  skill  appropriately  and  indepen- 
ently.  Only  one  category  should  be  marked.  If  either  the  "less  than 
50%"  or  "50%  - 90%"  categories  is  marked,  the  reporter  should  explain 
the  reasons  for  the  response  in  the  "comments"  section.  Reporters  shol 
mark  "independent  (90%-100%)"  if  the  client  performs  the  skill  indeped 
ently  and  appropriately  on  more  than  90%  of  opportunties. 

COMMENTS:  Use  this  space  to  explain  or  elaborate  on  any  of  the  respcs 

made  in  the  other  sections.  The  reporter  may  want  to  specify  certair 
instructional  materials,  types  of  adaptive  equipment  or  suggested 
environmental  modifications  that  the  client  uses  or  needs.  The  detail 
placed  in  this  section  are  critical  to  a comprehensive  and  useful  as'is 
ment. 


Blank  Form 


The  blank  form  found  on  the  following  page  is  intended  to  be  used  to 
allow  staff  to  add  their  own  statements  to  the  CAT.  The  form  should 
be  photocopied  and  the  additional  statements  typed  or  written  on  to 
it.  The  form  should  then  be  filed  in  the  appropriate  CAT  section 
as  any  other  page  would  be. 
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SELECTING  RECREATIONAL  ACTIVITIES 


After  you  have  assessed  the  individual's  level  of  functioning  you  are  ready  to 
consider  the  entire  range  of  recreational  activities  possible.  How,  then,  do  you 
decide  which  activities  to  select,  or  how  you  might  adapt  or  plan  the  recreational 
activities  or  equipment  for  the  needs  of  an  individual  with  a developmental 
disability?  The  selection  process  will  involve: 


MATCHING: 


WITH: 


• isleeds 

• Interests 

• Age 

• Abilities 


• Learning  Objective 

• Activity  Characteristics 

• Equipment  Properties 


The  basis  of  your  choice  begins  with  the  individual  and  your  task  will  be  to  find 
an  appropriate  fit  between  the  individual  and  the  activity.  The  assessment  process 
will  need  to  go  beyond  a consideration  of  the  limitations  of  the  disability  and  the 
level  of  functioning.  You  will  also  need  to  consider  the  following: 


1.  Personal  preferences  or  interests 

2.  Strengths  and  limitations  (visual,  motor,  auditory,  etc.) 

3.  Attention  span 

4.  Level  of  cognitive  processing 

5.  Learning  style 

6.  Age  and  appropriateness  of  activities 


Personal  Preferences  or  Interests: 

Learning  theory  states  that  learning  takes  place  faster,  more  easily,  and  is 
retained  longer  when  the  learner  feels  rewarded,  is  involved  and  has  a positive 
attitude  toward  the  situation.  Therefore,  the  interests  and  preferences  of  the 
individual  must  be  identified  before  a learning  strategy  can  be  developed.  Example: 
The  client  who  has  an  interest  in  cooking  can  learn  skills  such  as  measuring, 
matching  and  reading  while  pursuing  his  interest,  rather  than  through  abstract 
repetitive  practice  of  such  skills  in  isolated  therapy  sessions. 

Learning  that  takes  place  in  a life  situation,  such  as  cooking,  is  more  likely  to 
be  generalized.  Beyond  these  considerations,  it  is  more  appropriate  to  teach  an 
adult  these  basic  concepts  through  a life  skills  training  situation  than  to  rely  on 
commercially  available  materials  that  are  inappropriately  childish. 
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Strengths  and  Limitations; 

Manv  of  your  clients  will  have  accnmnanvino  oroblems  such  as  limited  motor 
skills  and  visual  or  hearing  deficits.  They  will  also  have  specific  strengths  such  as  a 
good  attention  span,  motivation,  verbal  or  social  skills.  Help  them  select  activities 
that  will  utilize  their  strengths  and,  thus,  reward  their  efforts  and  encourage  future 
participation.  Planning  recreational  activities  then  becomes  a process  of  identifying 
and  attempting  to  use  a client's  strengths  to  work  with  his  limitations. 

For  those  conditions  which  may  limit  skill  development,  adaptations  to 
equipment  can  be  made  to  compensate  for,  or  develop  further  a skill  area  that  is 
lagging.  An  example  of  this  is  color-coding  of  parts  of  equipment  for  the  person 
who  needs  visual  cues.  Enlarging  handrails  or  other  parts  of  materials  helps  the 
person  who  has  difficulty  grasping.  Weighting  or  clamping  the  base  of  a game  for  a 
person  with  poor  coordination  allows  him  to  use  it  without  the  frustration  of 
constantly  knocking  it  over. 

Attention  Span: 

Although  the  goal  in  planning  recreational  activities  is  often  to  increase 
attention  span,  it  is  important  to  consider  the  client's  present  attention  span.  If  a 
complicated  task  involving  many  steps  is  being  introduced  to  a client  who  has  a 
limited  attention  span,  it  is  advisable  to  break  the  task  down  into  smaller 
components  until  the  client  can  consistently  complete  the  smaller  activity  units. 
Then  two  steps  can  be  added  together,  and  then  a third  until  the  client  can 
consistently  accomplish  the  task.  This  is  the  method  of  task  analysis. 

Level  of  Cognitive  Processing; 

The  level  of  abstraction  with  which  a person  can  deal  must  be  considered  in 
designing  materials  and  selecting  activities.  For  the  client  who  cannot  understand 
or  deal  with  symbolic  cues,  instructions  for  and  interactions  with  materials  must  be 
more  concrete.  The  number  of  steps  must  be  minimal  and  instruction  broken  down 
and  introduced  by  direct  demonstration.  Color  cueing  can  be  helpful  in  reinforcing 
demonstrated  instructions. 
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Learning  Style; 

Evervnne  has  diffe^eo^  learninn  stvles.  Some  oeoole  learn  better  when 
inTormacion  is  presented  verbally;  some  prefer  to  see  new  information.  Some  prefer 
to  have  information  presented  in  small  parts  as  the  whole  is  explained;  some  prefer 
to  have  an  overview  and  then  carefully  examine  each  component  of  the  new 
information. 

For  many  special  needs  persons,  multi-sensory  inputs  are  important.  Individuals 
may  want  to  feel,  touch,  hear  and  see  instructions  about  a particular  learning 
material.  The  entire  instruction  may  be  given  and  then  each  component  part 
reinforced.  Adaptations  such  as  adding  texture  to  learning  material  or  building  up  a 
handle  will  increase  the  sensory  input  of  the  material. 

Age  and  Appropriateness  of  Activities: 

Perhaps  the  most  freguently  abused  area  in  the  planning  and  use  of  activities  is 
that  of  age  appropriateness.  Since  many  special  needs  adults  have  limited  motor  or 
cognitive  skills,  they  are  often  trained  with  children’s  games  and  toys.  Workshops 
for  adults  are  decorated  with  posters  of  Jack  and  Jill,  and  early  reading  skills  are 
taught  witn  readers  designed  for  six-year  olds.  With  just  a little  creative  thinking, 
age  appropriate  materials  can  be  developed  to  teach  basic  concepts. 

Size  discrimination  can  be  taught  with  mixing  bowls  in  a cooking  situation 
rather  than  with  cnildren's  nesting  boxes.  Matching  serialization  and  other  fine 
motor  skills  can  be  taught  with  a deck  of  cards,  a game  of  checkers  and  other 
everyday  adult  appropriate  materials. 

Staff  and  trainers  not  only  influence  the  self-concept  of  the  client  when  they 
use  a child's  materials,  but  also  project  a child-like  image  of  the  client  to  the  rest  of 
the  community.  If  members  of  the  community  see  clients  with  dolls  and  children's 
toys,  many  stereotypes  may  be  reinforced.  If,  however,  they  see  clients  treated  as 
adults,  a stronger  message  than  words  is  conveyed. 
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EXERCISE 


MANAGIislQ  SOCIAL  AND  RECREATIONAL  SITUATIONS 
INSTRUCTIONS; 

Distribute  copies  of  the  following  hypothetical  situations  and  divide  the  group 
into  small  teams.  Assign  a problem  to  each  team.  Allow  five  minutes  for  the  task. 
Reassemble  the  teams  and  ask  each  to  briefly  summarize  how  they  would  solve  the 
problem. 

NARRATIVE: 

The  following  are  examples  of  social/recreational  related  situations  which  you 
are  apt  to  encounter  in  your  work  with  individuals  who  have  developmental 
disabilities.  Please  read  the  problem  assigned  to  your  team,  discuss  the  various 
options,  and  designate  one  person  on  your  team  to  summarize  how  the  team  would 
solve  the  problem. 

(Keep  in  mind  clients'  rights,  principles  of  normalization,  age  appropriate 
activities,  self-image,  .notivation,  social  skills,  etc.) 


1.  In  a community  residential  program  with  eight  clients  and  two  staff,  six  clients 
and  two  staff  agree  to  go  to  the  movies  for  the  evening,  and  two  clients  are 
vehemently  against  going.  How  is  a solution  reached  and  by  whom? 

2.  Cheryl  is  a 28-year  old  woman  with  Downe's  Syndrome  and  mental  retardation. 

At  social  dances  for  "the  retarded",  she  refuses  to  dance  with  other  "clients," 
and  will  only  dance  with  the  high  school  volunteers.  What  impact  does  this  have 
on  her  social  life,  and  what,  if  any,  intervention  would  you  recommend? 

3.  David  is  16  years  old,  non-verbal,  and  functioning  at  an  overall  developmental 

age  of  approximately  18  months.  The  only  "recreational"  activity  he  initiates 
himself  is  to  sit  in  dirt  or  sand  and  sift  the  dirt/sand  through  his  fingers  onto  his 
clothes.  At  16,  would  you  allow  David  to  play  in  a public  sandbox?  Why?  Why 
not? 

4.  Katherine  is  a 46-year  old  woman  with  mental  retardation.  For  social 

occasions,  she  insists  on  wearing  Mary  Jane  shoes,  ankle  socks,  and  poorly 

matched  clothes.  How  would  you  handle  her  inappropriate  choices,  if  at  all? 
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FUNCTIONAL  LEVELS  AND  SUGGESTED  ACTIVITIES 
SENSORY  STIMULATION: 

Varied  experiences  are  needed  to  stimulate  all  senses.  Encourage  exploration, 
curiosity  and  experimentation. 

Follo\ving  are  examples  of  activities  which  provide  sensory  stimulation; 

• Simple  musical  instruments  (rhythm  sticks,  bells,  drums) 

• Creative  movement  and  dance 

• Costumes,  wigs  of  assorted  textures  and  colors 

• Play  dough  and  finger  paints 

DEVELOPMENTAL  SKILLS  - LEVEL  I: 

Provide  exploratory  experiences  such  as  reaching  and  kicking. 

Examples;  playing  ball,  creative  movefnent  and  dance. 

As  knowledge  and  curiosity  about  the  environment  grow,  so  does  the  interest 
and  curiosity  toward  other  people. 

OEVELOPMENTAL  SKILLS  - LEVEL  II: 

Encourage  interaction  and  cooperation  with  others,  such  as; 

■ Touching 

• Sharing  by  taking  turns  playing  with  the  same  object 

• Imitating  movements,  sounds,  etc. 

• Following  simple  rules 

Examples; 

• Creative  movement  and  dance 

• Follow-the-leader  imitative  activities 

• Simple  board  games 

■ Simple  group  activities 
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OEVELGPMENTAL  SKILLS  - LEVEL  III; 

■ Provide  new  experiences  and  new  opportunities  for  learning; 

• Assist  the  individual  to  choose  the  activity; 

• Assist  the  individual  to  learn  and  develop  skills  needed  to  enjoy  the 
activity. 

Example; 

Obtain  information  about  adult  education  classes,  movies,  music,  bowling, 
sports,  arts  and  crafts,  and  assist  your  client  to  obtain  information  needed  to 
make  a choice.  The  client  may  need  guidance  to  constructively  plan  use  of  free 
time,  or  assistance  in  travelling  to  an  activity. 

* * * 

This  section  has  introduced  participants  to  the  value  of  play  as  a source  of 
enjoyment  as  well  as  an  outlet  for  physical  and  emotional  energy. 

Special  emphasis  has  been  given  to  the  provider's  role  in  assessing  a client's 
capabilities  and  formulating  a recreatonal  program  tailored  to  the  client's  particular 
needs  and  interests. 
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Section  2:  CREATIVE  MOVEMENT 
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EXERCISE 


SELECTING  CREATIVE  MOVEMENT  ACTIVITIES 

INS  I kUCTIONS; 

Form  small  groups  of  four  or  five,  and  give  each  group  a copy  of  the  attached 
chart.  Instruct  the  participants  to  complete  each  section  and  then  make  a choice  of 
a recreational  activity.  One  person  acts  as  recorder.  Assign  each  group  a disability 
and  age  level  such  as  pre-school,  school  age,  adolescent,  young  adult,  middle  age, 
senior  adult.  Oisabilities  might  include  mild  to  moderate  or  severe  mental 
retardation,  gross  motor  difficulties,  fine  motor  difficulties,  non-verbal,  verbal, 
vision  limitations,  or  hearing  deficits. 

Allow  20  minutes.  Each  group  will  then  describe  their  "client,"  the  activities 
they  selected  and  the  reasons  for  their  choice.  The  group  can  refer  to  "Functional 
Levels  and  Suggested  Activities"  and  the  "Comprehensive  Assessment  Tool  (CAT)" 
from  Section  1. 


SELECTING  CREATIVE  MOVEMENT  ACTIVITIES 
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THE  BENEFITS  OF  CREATIVE  MQVEivlENT 

vVe  first  get  to  know  about  the  world  through  body  movements.  As  infants  we 
start  life  by  wiggling  and  squirming,  then  learn  how  to  roll  over,  grab,  pat,  poke  and 
slap.  Around  our  first  birthday  we  learn  to  creep,  crawl  up  stairs,  begin  walking. 
Soon  after,  we  begin  running,  jumping  and  climbing,  and  after  that,  we  seldom  slow 
down.  If  we  were  not  able  to  make  contact  by  reaching  out,  touching  and  exploring, 
we  would  learn  little.  Creative  movement  can  assist  the  developmentally  disabled 
person  who  may  be  less  free  to  move  about  and  explore  without  help. 

Creative  movement  is  not  simply  dance,  but  the  body's  exploration  of  space, 
time,  and  the  environment  which  allows  a person  to  learn  and  develop  in  a personal 
and  individualized  way. 

Creative  movement  is  not  just  for  children;  it  can  be  a liberating  experience  for 
the  older  person  who  has  forgotten  the  childhood  pleasures  of  allowing  the  body  to 
move  about  freely  and  joyfully. 

Creative  movement  shakes  us  loose  from  conventional  modes  of  learning  and 
makes  use  of  unconventional  ways  to  explore  things,  people  and  our  environment  so 
that  our  potential  for  learning  is  magnified. 

Creative  movement  can  be  a powerful  stimulus  to  the  development  of  the  whole 
person,  mind,  body  and  spirit.  Beyond  the  benefits  of  physical  exercise  and 
improved  coordination  of  the  large  and  small  muscles,  the  senses  are  awakened  more 
profoundly  to  the  environment  --  textures,  colors,  sounds,  sizes,  shapes,  position  in 
space  come  alive.  The  body  image  grows  stronger  which  increases  self-confidence. 
Feelings  can  be  expressed  in  a climate  that  is  accepting  and  comforting  — anger, 
hostility,  sadness,  silly  feelings,  excitement  and  energy  are  given  outlets.  The 
quality  of  social  interactions  is  enriched  through  heightened  awareness  of  others  as 
people  and  through  sharing  and  learning  from  them. 

Creative  movement  activities  can  be  adapted  to  fit  the  needs  of  the  individual 
so  that  even  the  most  disabled  people  can  explore  movements  such  as  mirroring  or 
eye  contact  games,  and  movements  to  music  and  rhythms.  Parents  and  caregivers 
can  be  taught  to  join  in,  which  may  be  a totally  new  way  for  them  to  relate  to  the 
disabled  person.  In  this  shared  process  they  will  gain  a deeper  appreciation  of  each 
other  as  individuals  with  unique  capabilities  and  potentials,  and  experience  new 
opportunities  for  expanding  the  quality  of  their  relationships  together. 
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HO\A/  CAN  CREATIVE  DANCE  OR  MOVEMENT  BE  THERAPEUTIC? 

9 There  are  no  right  or  wrong  movements. 

• Movement  can  communicate  many  feelings. 

• Two  or  more  people  moving  together  can  create  an  accepting  and  trusting 
relationship. 

• For  the  non-verbal  person,  it  can  be  a vehicle  for  communication. 

• For  the  physically  handicapped  person,  it  can  reinforce  body  image  and 
improve  self-esteem. 

• Creative  potential  and  hidden  talents  can  be  developed. 

• It  provides  an  outlet  for  creative  self-expression. 

\A/HAT  ARE  SOME  OF  THE  BENEFITS? 

• Physical  exercise 

• Increased  poise 

• Sharper  coordination 

• Better  interpersonal  relationships 

• Increased  self-confidence 

9 Body  awareness 

• Self-awareness 

• Non-verbal  communication 

• Acceptable  outlet  for  feelings 

• Motor  learning:  gross  motor  skills,  fine  motor  skills 

• Cognitive  learning 

• Appropriate  sexual  expression 

$ Preparation  for  learning  new  skills 


EXERCISE 
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ACTIVITIES  TO  ENHANCE  CREATIVITY 

IiMSTRUCTIONS; 

Hand  out  the  lists;  "Suggested  Activities  to  Enhance  Creativity  and  Promote 
ivlovement"  which  appear  on  the  following  pages. 

Briefly  describe  the  differences  between  the  listed  activities  and  demonstrate 
one  or  two  activities  with  the  group.  If  possible,  play  one  of  the  recommended 
pieces  of  music  as  background  to  the  activity;  also  have  other  music  available  for 
the  participants  to  use  in  the  exercise. 

Now  have  the  group  break  into  teams  of  4 or  5.  Ask  each  team  to  select  one  or 
two  of  the  activities  to  either  demonstrate  or  teach  it  to  the  group.  Allow  each 
team  five  to  ten  minutes  for  preparation  and  teaching.  If  time  is  short  have  only 
one  team  teach  or  demonstrate  to  the  group;  others  will  use  their  time  to  practice 
activities  in  their  teams. 

After  each  team  demonstrates  or  teaches,  ask  the  group  to  identify  some  of  the 
benefits  of  the  activity. 

If  there  is  time,  have  the  group  go  over  the  lists  and  discuss  the  possible 
benefits  of  some  of  the  activities  for  their  clients. 


35 


SUGGESTED  ACTIVITIES  TO  ENHANCE  CREATIVITY 
AND  PROMOTE  MOVEMENT 

FOR  MODERATELY  AND  MILDLY  RETARDED  INDIVIDUALS  : 


• Ask  the  group  to  draw  different  shapes  and  have  them  move  their  bodies  in  that 
particular  shape. 

• Read  a poem  or  story  and  ask  the  group  to  "dance  out"  their  interpretations. 

• Tap  a simple  rhythm  and  ask  the  group  to  repeat  it.  Simple  poems  may  be 
taught  and  can  be  associated  with  rhythm. 

• With  simple  recordings,  encourage  the  group  to  interpret  music  through  motor 
activity. 

• Ask  group  members  to  pick  a partner.  Ask  one  to  be  the  sculptor  and  one  to  be 

the  piece  of  clay.  Ask  the  sculptor  to  mold  the  clay's  body  into  different 

positions. 

• Develop  a list  of  descriptive  words,  such  as  big,  little,  round,  young,  old,  etc. 
Ask  group  members  to  dance  out  the  descriptions. 

• Ask  the  group  members  to  dance  out  their  name. 

• Ask  the  group  members  to  stand  with  eyes  closed,  hands  behind  back  as  you  pass 

different  materials  through  their  fingers.  After  each  texture  has  been 
experienced  ask  them  to  express  through  movement  what  they  felt. 

• Suggest  imaginary  activities  to  be  danced  (jumping  rope,  jumping  over  a puddle, 
etc.). 

• Ask  group  members  to  dance  like  different  animals. 

• Ask  group  members  to  express  through  movement  a particular  television 
character. 

• Ask  group  members  to  start  to  move  and  change  to  a new  movement  suggested 
by  leader  each  time  the  bell  rings. 

• Ask  group  members  to  dance  to  a color. 

• Ask  group  members  to  dance  out  the  life  cycle  of  a flower  or  butterfly. 

• Ask  group  members  to  think  of  things  that  turn  or  spin.  Dance  out  the  objects. 
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• Play  musical  recordings  of  many  moods  and  tempos.  Ask  the  group  to  dance  the 
various  moods:  a happy  dance,  a sad  dance,  an  angry  dance,  a wild  dance,  a 
mellow  dance,  a dance  of  surprise,  a frightened  dance,  a nervous  dance,  a calm 
dance. 

• Ask  group  members  to  dance  with  various  kinds  of  materials  (scarves,  hoops, 
hats,  etc.  These  materials  can  serve  to  remove  inhibitions). 

• Ask  group  members  to  dance  like  an  automobile,  bicycle  or  train. 

• Ask  group  members  to  dance  the  movements  of  nature  (swaying  trees,  buzzing 
bees,  falling  snow,  splashing  rain,  etc.). 

• Ask  group  members  to  create  a dance  about  men  working  on  a railroad. 

• Ask  group  members  to  dance  a story  about  spooks  and  Hallo«ve'en  night. 

• To  establish  relationships  to  space,  have  a member  curl  up  in  a large  cardboard 
box  with  the  top  off  so  the  rest  of  the  group  can  notice  body  position  in  tight, 
cramped  quarters.  Discuss  the  way  he  feels  when  released  from  the  box  into 
the  room. 

• Have  the  group  explore  the  outside  environment.  Use  the  materials  they  find  as 
an  idea  for  rhythm  or  dance. 

« Plan  a dance  that  demonstrates  machinery  working. 

• Make  up  a dance  about  a baseball  or  basketball  game. 

• Dramatize  through  dance  the  launching  of  an  astronaut. 

• Pretend  you  are  your  favorite  dessert.  Dance  it  out. 

• \A/ith  assorted  hats,  costumes  and  accessories,  ask  each  member  to  dance  to 
their  favorite  song. 

• Have  two  members  dance  with  a ball  between  them  without  allowing  the  ball  to 
fall  to  the  floor. 

■ Dance  in  and  out  of  a hoop  and  over  and  under  a limbo  stick  to  develop  the 
concepts  of  up/down,  push/pull,  in/out,  over  and  under. 
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FOR  SEVERELY  AND  PROFOUNDLY  RETARDED  INDIVIDUALS; 

• Place  the  client  on  a mat  parallel  to  a mirror  to  view  himself.  Alternate  the 
mirror  so  the  individual  can  view  all  angles  of  his/her  body. 

• Reinforce  imitation  of  sound  made  by  instructor  and  musical  recordings  to 
increase  vocalization  in  the  non-verbal  individual. 

• Have  the  client  sit  in  an  Indian  position  parallel  to  a mirror.  If  non-ambulatory 
and  unable  to  sit  upright,  place  wheelchair  parallel  to  the  mirror.  Place  a hoop 
around  the  client  to  develop  the  concepts  of  mobility  (up,  down,  in,  out,  push, 
pull).  Encourage  the  client  to  grasp  the  hoop  while  exploring  the  various 
movements. 

• Place  the  non-ambulatory  client  on  a mat  in  supine  position.  Wave  a scarf  in 
front  of  him  and  encourage  him  to  grasp  and  explore  movements  with  it. 
Encourge  the  client,  if  ambulatory,  to  dance  with  a scarf.  Use  scarves  with 
various  textures  and  colors  so  that  the  individual  may  experience  the  sensations. 

• Place  the  non-ambulatory  client  on  a mat  in  supine  position  or  Indian  position, 
if  possible.  Wave  a soft,  feathered  fan  in  front  of  the  client  and  encourage  him 
to  grasp  and  move  with  the  fan,  feeling  the  sensations  of  it.  If  the  client  is 
ambulatory  encourage  him  to  dance  with  the  fan.  This  can  facilitate  slow, 
smooth  movements. 

• Place  the  non-ambulatory  client  on  a mat  in  supine  position  or  Indian  position, 
if  possible.  Wave  a large  colorful  sheet  in  front  of  the  child  or  adult  and 
encourage  him  to  touch  and  move  with  the  sheet.  You  can  also  wave  the  sheet 
in  front  of  a mirror  so  that  the  individual  may  view  the  reflection.  If  the  client 
is  ambulatory,  ask  him  to  dance  with  the  sheet.  This  will  facilitate  large, 
swirling  movements. 

• Assorted  musical  instruments  which  are  colorful  and  easily  held  can  facilitate 
movement  and  provide  sensory  stimulation. 

0 Rocking  the  non-ambulatory  client  can  provide  him  with  a sense  of  motion  and 
relaxation.  Music  that  is  flowing  and  soothing  can  create  the  appropriate 
tranquil  atmosphere  for  this  activity. 

0 A long,  narrow,  supple  tunnel  can  be  easily  manipulated  to  facilitate  movement 
and  exploration  for  ambulatory  and  non-ambulatory  individuals. 

• Assorted  costumes  with  bright  colors  and  varying  textures  can  provide  sensory 
stimulation  and  excitement.  In  addition,  the  costume  can  enhance  one's  level  of 
self-esteem,  creative  self-expression  and  body  awareness.  Place  the 
non-ambulatory  client  in  front  of  a mirror  so  he  can  view  all  angles  of  himself 
with  his  costume.  Encourage  ambulatory  individuals  to  dance  with  the 
costume.  Their  self-expression  will  reflect  the  mood  their  costume  creates. 
Assorted  hats  can  be  used  in  the  same  way. 


38 


9 Place  the  client  in  front  of  a mirror  and  point  out  the  various  parts  of  the 
body.  Encourage  him  to  touch  the  various  parts  on  himself  and  on  the  mirror. 
vVhen  he  points  to  his  head,  have  him  try  a variety  of  assorted  colorful  wigs  so 
he  can  view  himself  with  different  kinds  of  hair  color. 

• Place  the  non-ambulatory  client  in  supine  position  or  sitting  position  if 
possible.  \A/ith  a long  stick  (limbo  stick)  encourage  him  to  grasp  the  stick,  raise 
the  stick  up  and  down,  backward  and  forward,  so  that  he  can  become  familiar 
with  these  concepts  of  motion.  If  the  client  is  ambulatory,  encourage  him  to 
dance  over  and  under  the  stick.  A rope  can  be  used  in  the  same  manner. 

• Encourage  the  client  to  touch  the  texture  of  cellophane  and  move  with  it. 

• Place  the  client  in  a sitting  position  and  place  a colorful  tire  tube  around  him. 
Rock  the  client  in  the  tube  to  various  kinds  of  music.  A hula  hoop  can  be  used 
in  much  the  same  manner. 

i Colorful  balloons  of  various  shapes  can  facilitate  movement  in  the  ambulatory 
and  non-ambulatory  individual.  Encourage  the  individual  to  tap  the  balloon  with 
his  hand  and,  if  ambulatory,  with  various  parts  of  his  body. 


All  of  these  exercises  can  be  accompanied  with  music  to  provide  a creative, 
stimulating  atmosphere. 

If  you  are  unable  to  meet  individually,  many  of  these  exercises  are  also 
appropriate  for  small  group  sessions. 
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HANDOUT 


SUGGESTED  MUSICAL  RECORDINGS 


The  following  music  may  provide  added  impact  to  the  body  movement  exercises 
described  on  the  previous  pages. 

1.  Music  for  Marching,  Sound  of  America,  Hal  Leonard  Publishing 
Corporation. 

2.  Stars  and  Stripes  Forever,  Eastman  Wind  Ensemble,  Mercury  Records. 

3.  Grieg;  Peer  Gynt  Suite,  Arthur  Fiedler,  Boston  Pops  Orchestra,  London 
Records. 

4.  Tchaikowsky  The  Nutcracker,  Andre  Previn,  London  Symphony  Orchestra, 
Angel  Records. 

5.  West  Side  Story,  Condcuted  by  Johnny  Green,  Columbia  Records. 

6.  Tommy,  The  Who,  Decca  Records. 

7.  America's  Greatest  Hits,  produced  by  George  Martin,  Warner  Bros. 
Records,  Inc. 

8.  We'd  Like  to  Teach  the  World  to  Sing,  The  New  Seekers,  Elektra  Records. 

9.  Oriental  Nights,  Khmis  El  Fine  Ali  with  the  Mohamed  Madi  Orchestra, 
Moniter  Records. 

10.  KC  and  the  Sunshine  Band,  produced  and  arranged  by  H.  W.  Casey  and 
Richard  Finch,  T.  K.  Records. 

11.  Peter  Nero's  Greatest  Hits,  produced  by  Wally  Gold,  Columbia  Records. 

12.  Nadia's  Theme,  A&M  Records,  Inc. 

13.  South  of  the  Border,  Herb  Alpert's  Tijuana  Brass,  A&M  Records. 

14.  Free  to  be  You  and  Me,  produced  by  Carole  Hart,  Mario  Thomas  and 


Friends,  Arista  Records. 
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Section  3:  ART  ACTIVITIES  AND  THERAPY 


UTILIZING  ART  ACTIVITIES  AND  ART  THERAPY 


Each  human  being  is  unique  and  has  something  to  communicate  to  others  in  his 
or  her  own  manner.  Art  activities  provide  another  way  for  the  developmentally 
disabled  individual  and  the  nonverbal  person  to  communicate  with  others,  not  only  to 
express  his  everyday  thoughts,  feelings  and  needs,  but  also  to  express  himself 
creatively. 

Art  activities  give  the  individual  another  set  of  tools  for  creative 
self-expression  and  communication  with  others.  The  process  of  creating  art  has  a 
cathartic  effect  for  the  disabled  person  whose  ability  for  artistic  self-expression  is 
often  overlooked.  Art  activities  provide  an  opportunity  to  experience  one’s  own 
creativity  which  is  especially  important  to  people  who  feel  they  are  not  artistic  and 
those,  such  as  disabled  people,  who  frequently  suffer  from  low  self-esteem.  Through 
art  activities  the  disabled  person  can  discover  and  express  his/her  creativity  which 
is  ego-boosting  and  increases  self-confidence. 

ART  THERAPY; 

Art  therapy  is  a form  of  psychotherapy  which  employs  non-threatening 
activities  to  assist  the  individual  to  identify  feelings  and  emotions  and  to  begin  to 
communicate  them  to  others.  The  therapist  observes  and  analyzes  the  individual's 
behavior  and  art  as  a means  of  assessing  the  individual's  needs.  The  therapist  may 
use  the  art  activities  as  a tool  in  the  therapy  to  build  a trusting  relationship  with  the 
individual  so  that  the  client  and  the  therapist  will  be  able  to  work  together  to 
promote  self-expression  and  personal  growth. 


BENEFITS  OF  ART  ACTIVITIES  AND  ART  THERAPY 


INSTRUCTIONS: 

Begin  by  asking  the  group  to  respond  to  the  question,  "yA/hat  are  some  of  the 
benefits  of  art  activities  for  the  developmentally  disabled?"  List  their  responses  on 
the  flipchart.  Add  benefits  they  overlooked. 

* * * 

BENEFITS  OF  ART  ACTIVITIES  FOR  THE  DEVELOPMENTALLY  DISABLED: 

1.  Art  activities  are  non-threatening  and  help  break  the  ice  in  the  early  stages  of 
establishing  a relationship  with  a new  client. 

2.  There  is  no  failure  or  judgment. 

3.  Stimulates  development  of  fine  and  gross  motor  skills. 

4.  Acts  as  a vehicle  for  communication;  especially  important  for  non-verbal 
individuals. 

5.  Promotes  self-confidence  and  sense  of  mastery  with  the  material. 

6.  Fosters  strengths,  potentials,  personal  growth. 

7.  Facilitates  socialization. 

a.  Stimulates  emotional,  physical,  intellectual  growth. 

9.  Increases  self-esteem. 

10.  The  process  of  creating  art  provides  an  acceptable  outlet  for  releasing  tensions 
and  pent-up  energies  for  the  frustrated  and  aggressive  individual. 


SUMMARY 


Recreation  and  leisure  activities  play  a major  role  in  determining  any 
individual's  physical  and  mental  well-being.  Selecting  appropriate  recreational 
outlets  becomes  more  important  as  "free-time"  increases. 

Individuals  with  developmental  disabilities  usually  have  more  "free-time"  than 
the  rest  of  us,  but  their  options  or  opportunities  for  enjoyable  and  rewarding 
recreational  activities  are  frequently  limited. 

This  module  has  focused  on  the  benefits  of  recreation  and  leisure  activities  as 
enjoyable  and  therapeutic  outlets  for  individuals  with  developmental  disabilities. 
Particular  emphasis  has  been  given  to  assessing  the  client's  needs,  interests  and 
capabilities  and  incorporating  them  in  a well-planned  program  designed  to  maximize 
benefits  and  enjoyment  of  recreation  and  leisure  activities. 


REFERENCE  INFORMATION 
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TOYS  AND  LEARNING  MATERIALS* 

Providing  appropriate  toys  and  learning  materials  for  persons  with  special  needs 
can  be  a real  challenge  to  parents,  teachers  and  staff.  A look  through  a toy  store  or 
learning  materials  catalogue  will  give  many  examples  of  materials  that  are 
inappropriate  because  they  are  too  complex,  too  small,  too  difficult  to  manipulate, 
or  too  childish  for  the  age  of  the  learner.  Developing  toys  and  learning  materials 
for  persons  with  special  needs  is  a complex  process  of  adapting,  borrowing,  and 
inventing. 

Adapting  Commercial  Materials; 

The  games  and  materials  that  are  commercially  produced  are  often  based  on 
very  simple  design  concepts.  Puzzles  and  shape  sorters  are  very  basic  learning 
games,  but  the  commercially  produced  varieties  are  often  too  complicated  to  be 
appropriate  for  persons  with  special  needs.  By  reducing  the  number  of  puzzle  parts 
to  one  or  two  pieces  and  making  them  larger,  adding  color,  or  texture,  coding  and 
possible  adding  handles,  you  can  borrow  from  the  basic  geometric  puzzle  design  and 
remake  it  to  specifications  that  are  appropriate  for  the  person  with  low-vision,  a 
weak  grasp  or  some  other  handicap. 

A Parent's  Solution; 

An  example  of  adapting  materials  to  a particular  child's  needs  is  illustrated 
below  by  a parent  whose  child  was  in  a main-streamed  preschool  class.  The  parent 
received  a note  from  the  teacher  that  informed  her  that  the  class  was  working  on 
stringing  macaroni.  The  note  went  on  to  suggest  that  she  practice  stringing 
macaroni  at  home  with  her  child  since  he  was  having  difficulty  with  this  intricate 
fine-motor  task.  The  parent  tried  working  with  her  son  on  the  task,  but  she  found 
the  attempts  hopelessly  frustrating  for  them  both. 

She  had  an  idea.  She  took  some  nylon  rope  and  singed  the  ends  to  keep  from 
fraying.  She  cut  some  of  her  plastic  hair  rollers  in  half,  to  make  two  small  cylinders 
out  of  each  roller.  Then  she  tried  the  stringing  task  with  her  son  again.  It  was  still 
not  easy,  but  at  least  now,  it  was  possible.  After  working  on  this  over-sized 
stringing  task  and  becoming  very  successful  at  it,  the  child  was  able  to  string 
successively  smaller  cylinders. 


* 
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The  parent  did  several  things  worth  noting  when  she  was  trying  to  teach  her 
child  to  string  macaroni: 

• She  employed  a similar  but  easier  task  that  gave  her  child  a greater 
opportunity  for  success. 

• She  worked  backwards  from  an  easier  task  to  the  more  difficult  one. 

• She  used  materials  that  were  readily  available. 

This  parent's  imaginative  solution  to  the  problem  of  providing  appropriate 
learning  materials  for  her  child  illustrates  a few  key  concepts.  When  designing 
learning  materials  for  the  person  with  special  needs: 

• Reduce  the  task  to  its  component  parts  (stringing  is  really  grasping, 
pushing  through,  and  pulling). 

• Isolate  the  component  skills  to  identify  which  skills  are  weak. 

• Think  of  similar,  related  activities  to  reinforce  the  skills  being  developed. 

• Think  of  similar,  related  activites  to  reinforce  the  skills  being  developed. 

• Think  in  terms  of  a series  of  activities  that  employ  the  same  component 
skills  and  list  these  in  order  of  greatest  difficulty. 

• Start  with  an  activity  that  you  think  the  individual  can  easily  be 
successful  with,  so  that  she/he  can  gain  a sense  of  confidence. 

When  developing  materials,  it  is  best  to  begin  with  bright,  simplified  materials 
that  are  painted  with  primary  (red,  blue,  yellow)  or  secondary  (purple,  brown, 
orange,  green)  colors,  and  to  use  basic  geometries  such  as  circles,  squares,  triangles. 

Generalizing: 

Generalizing  is  another  important  skill.  For  example,  nesting  boxes  are 
graduated  in  size  and  can  be  painted  bright  primary  colors.  These  help  to  teach  size 
relationships,  and  can  also  be  used  to  teach  color  discrimination.  Colored  plastic 
mixing  bowls  are  also  graduated  in  size,  and  are  even  easier  to  fit  together  since  the 
bowls  are  round.  Presenting  the  same  activity  with  several  different  materials  helps 
the  individual  to  generalize  the  skill  and  be  able  to  use  that  skill  in  other  life 
solutions.  This  generalization  can  further  be  encouraged  by  including  materials  that 
are  used  in  everyday  life  tasks. 
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Finding  Age  Appropriate  Materials; 

Using  bright  simplified  shape  sorters  with  the  client  with  special  needs  to  teach 
color,  size,  and  shape  discrimination  may  be  developmentally  appropriate,  but  it 
isn't  age  appropriate  to  use  preschool  materials  wth  adults.  If  possible,  identify 
materials  from  everyday  life  to  teach  these  same  basic  developmental  concepts.  It 
is  especially  advisable  to  work  with  those  materials  that  might  later  be  used  to 
teach  activities  of  daily  living  skills,  or  socialization  skills.  One  example  of  this  is 
using  colored  mixing  bowls,  rather  than  employing  a preschool  shape  sorter,  in  order 
to  teach  size,  shape  and  color  discrimination.  The  colored  plastic  mixing  bowls  will 
later  be  utilized  in  food  preparation  training.  Other  examples  of  materials  that 
might  be  developmentally  appropriate  for  teaching  basic  concepts  which  are 
consistent  with  the  goals  of  normalization  include; 

• Using  coins  in  a size  discrimination  activity 

• Using  boldly  marked  plastic  measuring  cups  and  pitchers  in  volume 
discrimination  activities.  (You  may  also  want  to  put  food  coloring  in  the 
water.) 

• Using  playing  cards  in  color  or  shape  discrimination  games. 

Appropriate  learning  materials  can  be  provided  for  the  person  with  special 

needs,  but  doing  so  reguires  imagination,  being  open  to  feedback,  and  often  hard 
work.  Providing  appropriate  materials  reguires  a combination  of  borrowing, 
inventing  and  adapting.  A few  suggestions  are: 

• Think  of  several  similar  activities 

• Use  a series  of  activities,  beginning  with  the  easiest  and  progressing  to 
the  most  difficult. 

• Use  materials  from  everyday  life  tasks  whenever  possible. 

• Reduce  commercial  toys  and  learning  materials  to  their  basic  concepts  to 
determine  if  the  ideas  can  be  adapted  for  the  person  with  special  needs. 
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Shape  Sorter; 

A shape  sorter  is  a basic  pre-academic  learning  material.  Essentially  the  client 
places  a square  shape  into  a square  hole,  a round  shape,  etc.  It  can  be  made  to 
varying  levels  of  difficulty,  and  can  be  adapted  so  that  it  can  be  appropriate  for 
individuals  of  varying  age  and  ability.  It  can  be  used  to  give  practice  in  eye-hand 
coordination,  and  for  size  and  shape  discrimination. 

Adaptations  which  can  be  made  to  a basic  shape  sorter  are: 

• Adding  a bead  or  dowel  for  easier  grasp 

• Painting  the  particular  shapes  for  help  in  cueing 

• Adding  texture  for  client  with  low  vision,  or  who  need  additional  sensory 
input 

• Adding  weight  to  the  sorter  to  add  stability 

• Enlarging  the  pieces 

Similar,  or  related  activities  which  might  be  more  appropriate  to  older  clients 

are: 

• Using  packing,  corrugated  boxes  (boxes  in  which  bottles  have  been  packed 
are  often  double  thick  and  are  particularly  good.) 

• Using  coffee  cans 
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SETTING  UP  A RESOURCE  ROOM* 

Human  service  agencies,  schools,  community  residences,  even  individuals  in 
their  own  homes,  might  want  to  think  about  setting  up  a resource  room.  This  can  be 
a space,  a place  where  individuals,  families,  staff  - anyone  - can  go  to  create,  to 
individualize,  and  design  spaces  and  learning  materials.  Clients  as  well  as  staff  can 
use  a resource  room  to  work  on  projects  to  individualize  their  own  spaces.  Families, 
staff  and  teachers  can  create  learning  materials  as  well  as  make  home  and  work 
spaces  more  attractive. 

The  size  and  extent  of  your  resource  room  will  depend  on  whether  it  is  a space 
in  your  own  basement  or  a staffed  room  which  serves  many  agencies.  The  following 
suggestions  can  be  expanded  or  contracted,  depending  on  your  needs. 

vVhat  you  Need; 

The  first  step  in  developing  a resource  room  is  to  identify  a locking  room  where 
materials  can  be  set  up  and  used  freely.  This  room  should  have; 

• Easily  cleanable  table  or  counter  tops 

• Storage  capabilities  for  the  materials  in  order  to  avoid  clutter 

• A bookshelf  where  idea  books  are  kept 

• A locked  metal  cabinet  where  flammable  materials  will  be  stored 

• Drawings,  write-ups,  and  handouts  on  simple  projects 

• A bulletin  board  where  lists  of  available  materials  can  be  posted 

• Lists  of  recycled  materials  to  save 


Supplies 

Your  basic  supplies  might  include:  scissors,  mat  knives,  paper  (plain  and 

colored),  cardboard,  string,  rope,  wire,  glue,  staples  and  stapler,  brass  fasteners, 
paint,  tape  (clear  plastic,  masking,  duct),  paper  clips,  coffee  cans,  film  cans,  plastic 
orange  juice  cans,  plastic  bottles,  detergent  bottles,  bleach  bottles,  clear  shampoo 
bottles,  bottles  of  all  shapes  and  sizes,  boxes  of  all  kinds,  egg  cartons,  cookie  trays, 
match  boxes,  shoe  boxes,  cigar  boxes,  oatmeal  boxes,  milk  cartons,  mat  trays, 
margarine  tubs,  clear  plastic  deli  salad  tubs,  thread  spools,  yarn  core  spindles, 
cardboard  tubing,  toilet  paper  rolls,  paper  towels,  wrapping  paper  rolls,  spools, 
broom  handles,  bottle  caps,  lids,  pipe  cleaners,  buttons,  beads,  buckles,  styrofoam 
packing,  corks,  cloth  scraps,  paper  cups,  and  many  more. 
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SOURCES  OF  RECYCLED  MATERIALS* 


Airlines  --  plastic  cups 

Architectural  Firms,  Upholsterers,  Textile  Companies,  Floor  Covering  Fir, ns, 
Kitchen  Counter  and  Cabinet  Makers,  Wallpaper  and  Paint  Stores  --  color  samples, 
wood,  linoleum  and  tile  samples,  formica  squares,  wallpaper  books  and  scraps  of  all 
sizes. 

aill'ooard  Companies  --  pieces  of  billboard  to  use  as  posters,  wall  coverings 

Bottling  Firms  --  bottle  caps,  large  cardboard  tubes 

Camera  Manufacturers  — cameras  on  loan 

Cleaners  and  Tailors  --  buttons,  hangers,  scrap  material 

Container  Companies  — large  cardboard  sheets 

Contractors  and  Building  Supply  Companies  --  lumber,  pipes  and  wire,  wallpaper, 
linoleum,  tiles,  molding  wood,  sawdust,  wood  curls 

Department  Stores  --  fabric  swatches  (drapery  and  upholstery  samples),  rug 
swatches,  corrugated  packing  cardboard,  sample  food  cans  and  boxes,  packing  boxes 
from  appliances  such  as  washing  machines,  refrigerators,  etc. 

Electric  Power  Company  (call  their  public  relations  department)  --  telephone  poles, 
wooden  cross  arms,  steel  ground  rods,  wire,  large  spools  that  can  be  used  for  tables, 
assorted  packing  materials. 

Garment  Factories  and  Button  Manufacturers  --  a great  source  for  accumulating  a 
wide  variety  of  materials,  yarn,  scraps,  buttons,  decorative  tape 

Hardware  Stores  — sample  hardware  books,  sample  tile  charts,  lineolum  samples 

Ice  Cream  Stores  three-gallon  ice  cream  containers 

Junk  Yard  and  Scrap  Metal  Yards  --  wheels  of  all  shapes  and  sizes,  all  kinds  of  gear 
and  moving  parts  from  clocks,  radios,  fans,  cars,  irons,  toasters,  etc,,  handles  from 
doors,  cars,  knobs,  broomsticks,  hinges,  fittings 

Large  Food,  Candy  and  Soap  Manufacturers  ~ sample  cans  and  boxes 

Leather  Manufacturers  and  Leather  Craft  Companies,  Pocketbook,  Belt  and  Shoe 
Manufacturers  — scrap  pieces  of  leather  and  lacings 


Adapted  from  Mainstream  Challenges,  Lane  W.  Gunnoe  and  Samuel  J.  Meisels, 
Tufts  University,  1978. 
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Lumber  Supply  Companies  and  Furniture  Factories  --  scrap  wood,  damaged  bricks, 
concrete  blocks,  doweling,  sawdust,  wood  curls,  wood  scraps  for  carving 

Metal  Spinning  Companies  — shavings  and  scrap  pieces 

Packing  Material  Companies  --  all  sizes,  shapes  of  styrofoam,  bubbles,  cardboard 

Paper  Companies  — paper  is  often  free  in  the  form  of  samples,  end  cuts,  or  damaged 
sheets;  paper  is  delivered  to  paper  companies  in  large  cardboard  tubes  which  are 
usually  discarded 

Phone  Company  (call  their  public  relations  department)  — excess  colored  wires; 
telephones  on  loan 

Plastics  Company  --  trimmings,  cuttings,  tubing,  scrap  plastic  and  plexiglass 
Plumbers  and  Plumbing  Supply  Companies  — wires,  pipes,  tile  scraps,  lineolum 
Restaurants  — ice  cram  containers,  corks,  boxes  and  cartons 
Rug  Companies  --  sample  swatches,  end  pices  from  rugs 

Supermarkets  and  Outdoor  Markets  --  cartons,  packing  materials,  fruit  crates,  large 
cardboards  and  materials  from  displays,  discarded  cardboard  display  racks, 
styrofoam  fruit  trays 

Tile  and  Ceramics  Companies  — scraps  of  ceramic  and  mosaic  tile,  tile  by  the  pound 
(inexpensive) 

Window,  Storm  Door  and  Siding  Companies;  Soft  Drink  Manufacturers  — aluminum 
scraps 
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